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Introduction to the Portfolio
Introduction to the Portfolio
This portfolio is divided into two volumes. It contains academic, research and summaries of 
clinical work completed as part of the PsychD in Clinical Psychology.
Volume 1
This volume contains three dossiers: academic, clinical and research. The academic 
dossier contains four essays, the clinical dossier contains summaries of six clinical placements 
and five clinical case reports. The research dossier contains a Service Related Research Project, a 
research logbook and the Major Research Project.
Volume 2
This volume contains five clinical case reports. It also includes information about the six 
clinical placements including: logbooks of clinical experience, contracts, placement summaries 
and evaluation forms from each supervisor. As this volume contains confidential material it will 
be stored in the Psychology Department at the University of Surrey.
Academic Dossier
Academic Dossier
Adult Mental Health Essay
Psychotic experiences (e.g., auditory hallucinations and delusions) are 
not understandable or meaningful.
Critically discuss this statement and any implications for treatment
Adult Mental Health Essay
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Adult Mental Health Essay
The statement, above, voices some of the assumptions of a traditional medical view of 
psychosis. The following review will consider the opinion it expresses in the light of recent 
theoretical and therapeutic advances within a cognitive behavioural framework. It is suggested 
that a degree of understanding is possible, and that the meaning of the experience for the person 
experiencing it has considerable prognostic significance. The focus will be on hallucinations and 
delusions rather than on psychosis or schizophrenia per se. Theory, research and therapeutic 
developments will be outlined, and comment will be made on the re-emergence of the Freudian 
notion of projection and on the finding that prognosis is often better in developing than in 
technologically advanced societies.
Definitions
Hallucinations and delusions are the “most prominent symptoms” of psychosis (Garety, 
Kuipers, Fowler, Freeman & Bebbington, 2001, p. 189), associated particularly with 
schizophrenia, or the schizophrenias (Wong & Van Toi, 2003). Some authors question the validity 
of these diagnostic categories, and focus increasingly on specific symptoms rather than diagnostic 
syndromes of questionable discretion (Bentall, 1996, Romme & Escher, 1996). A symptom 
approach, though, does not necessarily mean a single symptom approach which can also be 
problematic, having “the disadvantage of ignoring the complexity of presentation” (Garety & 
Freeman, 1999, p. 149).
However, whether the research or therapeutic focus is on psychosis or schizophrenia as a 
single diagnostic category, or as a group of related categories; or on a single symptom, or a range 
of symptoms whose inter-relations are an empirical question, it is still the case that these can be 
distressing experiences. They can interfere with functioning, be both persistent and medication- 
resistant (Garety, Fowler & Kuipers, 2000; Garety & Hemsley, 1987), and are core positive 
symptoms in the DSM IV criteria for a diagnosis of schizophrenia. Other positive symptoms 
include disorganised thought, speech or behaviour; negative symptoms include blunted affect and 
reductions in speech and goal-orientation (American Psychological Association, 1994). Positive 
symptoms of schizophrenia are found, with similar prevalence rates, the world over; gender, age 
and ethnicity have less impact on prevalence than socio-economic status, the poor being more at 
risk than the rich (Tanaka-Matsumi, 2001).
Hallucinations. Hallucinations can be defined as “any percept-like experience which (a)
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occurs in the absence of an appropriate stimulus, (b) has the full force or impact of the 
corresponding actual (real) perception and (c) is not amenable to direct and voluntary control by 
the experienced (Bentall, 1990, p.82). They may be experienced through any sense modality 
(Clare, 1980) although visual and auditory hallucinations, in particular the hearing of voices, are 
the focus of most of the research literature. They are also the most common symptoms of 
schizophrenia, although there is some cultural variation: for example, visual hallucinations are 
more common in first-admission psychotic patients in developing than in developed countries 
(Bentall, 1990).
Delusions. If “there is a single mark of madness popularly conceived ... [it is] surely the 
delusion” (Clare, 1980, p.95). A delusion is, essentially, a false belief, but in order to establish its 
delusional status, it is conventionally defined as requiring the following characteristics: it is fixed 
(i.e. held with absolute conviction), is idiosyncratic (not culturally shared), is unamenable to 
persuasion, is preoccupying and, usually, is “absurd or impossible” (p.99).
Research, however, has indicated that delusions are not fixed, and are multi-dimensional: 
conviction, preoccupation, distress and action are distinct aspects of delusions, each of which is 
not always entirely unresponsive to contradiction. In practice, operational definitions are 
employed for research purposes. If a (false) belief is “asserted with high conviction [and] ... 
appears unlikely to respond (rapidly and significantly) to evidence or reason” (Garety & Freeman, 
1999, p. 115), it is likely to be regarded as delusional, particularly if it is accompanied by distress, 
pre-occupation or action (Garety and Freeman, 1999).
Persecutory delusions are the most common (Freeman, Garety, Kuipers, Fowler & 
Bebbington, 2002) and are the basis of paranoia (in some studies the terms paranoid and 
persecutory are used interchangeably; Garety & Freeman, 1999). Delusions of reference are 
grouped with persecutory delusions in some studies, and grandiose delusions and passivity 
delusions are in others (Garety & Freeman, 1999).
The phrase in the title, “understandable or meaningful”, is also worthy of comment: one 
may not fully understand a phenomenon but it may still have meaning to the extent that it may 
signify something else. In the present context, then, it may have diagnostic or prognostic 
significance even if the content of the experience is not regarded as meaningful. For example, it 
has “long been observed that anxiety triggers hallucinations and increases in delusional thoughts” 
(Garety et al, 2001, p. 192). Within a stress-diathesis framework, then, their occurrence may be
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indicative of something (stress or anxiety) even if the content is dismissed as incomprehensible. It 
is also the case that an experience can be highly meaningful to the person experiencing it, even if 
it is not to other people.
Limitations o f the medical model
In a conventional medical model, schizophrenia results from organic malfunction (albeit 
still somewhat occult, Wong & Van Toi, 2003) resulting in faulty cognitions: “the idea of 
unintentional abnormal mental experiences, is central to a medical approach to ... schizophrenia” 
(Wong & Van Toi, 2003, p.270). From this perspective, experiences such as delusions and 
hallucinations are, by definition, “ununderstandable” (to use Jaspers’, 1963, much-quoted syllable 
salad, cited in Bentall, 1996). Delusions are “[ejmpty speech acts, whose informational content 
refers to neither world or [sic] self. They are not the symbolic expression of anything” (Berrios, 
1991, cited in Bentall, 1996, p.8). Hallucinations are viewed similarly as the experiential by­
product of imbalances in neurotransmitter systems (Wong & Van Toi, 2003).
However, the neurological research attempting to identify schizophrenia as a discrete 
malfunction, diagnosable as a disease, has received mixed support (Wong & Van Toi, 2003). 
There may be identifiable neuro-physiological elements to such experiences, but it is not clear 
that they constitute a discrete entity, or a series of discrete entities. It may be the case, then, that 
psychotic experiences operate on the same cognitive-affective principles as other psychological 
phenomena rather than being distinct processes, and this could render them amenable both to 
comprehension and interpretation using already existing theory. These, then, are the relevant 
research questions: do psychotic experiences lie on continua with “normal” experiences (rather 
than being distinct forms of faulty processing), and if so, what psychological principles are 
relevant to their understanding?
Hallucinations
The content of hallucinations and delusions varies by culture (Wong & Van Toi, 2003) 
and even reflect what is in the news (Skirrow, Jones, Griffiths & Kaney, 2002). This is enough to 
suggest that they are not random and meaningless, but that they reflect the person’s experience 
within a particular social environment, in which case they are also likely to reflect other aspects of 
his or her experience. They may, therefore, have clinical significance, giving clues as to the 
person’s phenomenological world (Bentall, 1990).
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Recent psychological research is also challenging the conventional view of psychosis as 
discrete organic malfunction. For example, Chapman, Edell and Chapman (1980) found that 15 
per-cent of a student sample reported sometimes hearing voices. Romme and Escher (1996) have 
also found that the experience of hearing voices is a phenomenon present in non-psychiatric 
samples, and Bentall (1990) suggests that within large samples from the general population in 
industrialised countries, around 10% typically report hearing voices.
At the core of psychosis is some kind of anomalous, unusual, personally significant 
perception. However, single factor models suggesting, for example, that it is simply a matter of 
very vivid perceptions, are inadequate (Bentall & Slade, 1985; Garety et al, 2001). An 
attributional tendency, suggested by Heilbrun (1980) as an important part of the experience of 
hallucinations (and delusions), and which has re-emerged in subsequent theories, is the 
misattribution of internal events to an external stimulus. In essence this is the process described 
by Freud (1895/1966) as projection: “the perception of a negative self-judgement, emotion, or 
state as originating externally rather than within the individual” (Lewis, Bates & Lawrence, 1994, 
p. 1296). This, too, was described as a normal process exaggerated in psychopathology. 
Attributional biases are the norm rather than the exception (Taylor & Brown, 1988; Alloy & 
Abramson, 1979), so, an attributional approach situates psychotic experiences within a 
conventional psychological framework rather than positing distinct sets of processes for abnormal 
and normal experiences.
Bentall (1990, 1996) develops this notion and suggests that hallucinations may (in part) 
result from errors in distinguishing real (external) from imaginary (internal) events. This could 
account for findings of an association between sub-vocalisation and auditory hallucinations, and a 
reported increase in hallucinations under conditions of sensory deprivation or unstructured 
sensory stimuli (e.g. white noise) (see Bentall, 1990). In the former case, it is argued, people may 
be misinterpreting their internal dialogue (evinced by sub-vocalisation) as externally generated; in 
the latter case, silence or white noise would make one’s (internally generated) stimuli more 
perceptually salient and, therefore, more real. Furthermore, when externally generated stimuli are 
meaningful, or when a concurrent verbal task is being performed (e.g. reading aloud), this 
decreases the tendency to experience hallucinations, as if the external stimuli are blocking the 
generation of internal voices or images (Bentall, 1996). This accords with the clinical finding that 
distraction techniques are effective as a way of coping with voices but not of preventing their 
occurrence (Slade & Haddock, 1996).
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In support of this model, Bentall, Kaney and Dewey (1991) found that hallucinating 
patients were less likely than delusional patients or non-patient controls to distinguish between 
items they had generated and items they had been presented with. Bentall and Slade (1985) found 
that hallucinating patients and non-patients were more likely to hear a voice in white noise than 
their respective non-hallucinating controls. Young, Bentall, Slade and Dewey (1987) found that 
hallucinating patients and non-patients were more influenced by suggestions to hallucinate than 
non-hallucinating controls. There are also findings that hallucinators are more likely to jump to 
conclusions on the basis of limited evidence, and to be over-confident of these (erroneous) 
conclusions (Bentall, 1990), a tendency that could contribute to the misattribution of unusual 
experiences.
Bentall (1990, 1996) points out that attributions are substantially influenced by 
expectations (i.e. we construct meaning and make sense of the world within the framework of the 
knowledge we already have). Therefore, an account such as this could accommodate the findings 
of cultural differences in the content and modality of hallucinations as well as the extent to which 
they are regarded as distressing.
If internal experiences are perceived as external (or externally generated: they may still be 
heard in the head rather than in the room), then the person’s reaction to the experience will 
depend on the perceived identity of the source (e.g. malevolent vs. benevolent). Chadwick and 
Birchwood (1996) have found that “beliefs about voices have an important bearing on how these 
symptoms are maintained” (p.77). For example, depression was more common and more severe 
among respondents whose voices were judged malevolent than among those who regarded the 
source of their voice(s) as benevolent, and this judgement did not necessarily reflect voice 
content. In other words, beliefs about voices, the meanings that people construct for the 
experience of hearing voices, have prognostic significance. It also suggests that behaviour which 
might appear to be incomprehensible may seem less so when one knows the identity of the voice 
to which the behaviour is a response, and whether, for example, the source is perceived as hostile, 
and/or omnipotent.
Garety and colleagues (Close & Garety, 1998; Garety et al, 2001) make the personal 
meaning of experiences central to their cognitive model which is summarised as follows:
“Following a voice experience, the voice will be interpreted according to the beliefs about the 
voice and the appraisal of the voice in relation to the self, and consequent actions and emotions
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will be related to these beliefs and appraisals, rather than the experience per se.” (Close & Garety, 
1998, p. 175).
The model acknowledges genetic and social vulnerability factors as well as environmental 
influence (e.g. childhood trauma), but postulates a trigger event leading (possibly through a 
disturbance in self-monitoring/theory of mind; see below) to the anomalous experiences 
associated with the prodromal phase of psychosis. These give rise both to emotion (e.g. anxiety) 
and a search for meaning: an attempt to explain the experiences (in the context of social, cultural 
and personal beliefs: e.g. a threatening world, low self-esteem). The attribution made at this stage 
is crucial: if it is external (e.g. God is talking to me) rather than internal (e.g. I thought I heard a 
voice, I must be tired) it is more likely to develop into psychosis. “Psychosis is recognized as 
occurring when the individual appraises experiences as externally caused and personally 
significant” (Garety et al, 2001, p. 191).
Delusions
As with hallucinations, there is evidence that delusional thought is on a continuum (rather 
than people being, simply, delusional or not; Clare, 1980). Freeman and colleagues (Freeman, 
Slater, Bebbington, Garety, Kuipers, Fowler et al, 2003) found that non-clinical participants in a 
virtual environment responded differently to neutral characters (people). Although positive 
perceptions of the virtual characters were common, some participants, those with relatively high 
levels of social sensitivity and anxiety, reported ideas of reference and of persecution. The kind of 
ideas, then, that form the content of delusional thought are also evident in a non-clinical context. 
Ellett, Lopes and Chadwick (2003) have reported evidence of paranoid ideation in almost half of a 
student sample, findings which are “consistent with the idea of continuity between normal and 
abnormal experience” (p.425); Martin and Penn (2001) also used a student sample to examine 
paranoid ideation.
Frith (1992, cited in Freeman et al, 2002) suggests a theory of mind deficit (also referred 
to as social understanding, and developed from an earlier idea based on self-monitoring), an 
inability to infer or interpret the attitudes and intentions of others, as the basis of delusions. 
Indeed, if delusions are mistaken beliefs about others’ attitudes (e.g. perceived hostility where, in 
fact, there is none), this seems an almost tautologous proposition. However, the evidence that this 
results from a generalised inability is equivocal. There is evidence that schizophrenics, as a group.
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perform relatively poorly on experimental theory of mind tasks. However, when a symptom 
approach is adopted in research, the picture becomes more complex. The evidence for theory of 
mind deficits among patients with negative symptoms is stronger than for those with delusions or 
hallucinations (Greig, Bryson and Bell, 2004), although this could reflect a more general 
cognitive deficit among the former (Garety & Freeman, 1999).
A failure to understand probability is suggested by Garety (1991) as an alternative to a 
theory of mind deficit and, again, the data are only partially supportive, although consistently so 
across a variety of studies (Garety & Freeman, 1999). The findings from research using 
probability estimate tasks indicate that, rather than being unable to estimate probabilities when 
provided with sufficient information, people with delusions require less information before 
reaching a decision (e.g. Dudley, John, Young & Over, 1997). It is not a reasoning bias, then, that 
is associated with delusional thought, but a data gathering bias: jumping to conclusions. It has 
also been found that deluded patients are over-confident about conclusions reached on the basis of 
limited information (Garety & Freeman, 1999).
The externalising tendency discussed by Bentall (1990, 1996) in relation to hallucinations 
is also suggested to be a component of delusions. If people with delusions jump to conclusions, 
this is an attempt to describe and predict the type of conclusions they jump to, namely, other- 
blaming. Bentall also suggests that this is done in order to maintain self-esteem by avoiding 
“awareness of the discrepancies between how they perceive themselves to be and how they would 
like to be” (Bentall, 1996, p. 16). This is suggested to be an extreme form of the common self- 
serving bias whereby one blames bad events on others but takes credit for good events (Miller & 
Ross, 1975).
Studies (e.g. Lyon, Kaney & Bentall, 1994) using measures of attributional style 
describing events involving the respondent (rather than other people) have found a consistent bias 
towards external explanations for negative events, but have not found a corresponding internal 
bias in attributions for positive events (Garety & Freeman, 1999). When respondents are given the 
opportunity to make personal or circumstantial external attributions, there is a bias towards the 
former among delusional respondents compared to depressed and non-clinical controls 
(Kinderman & Bentall, 1997). Overall, the attributional studies suggest that people with (in 
particular, persecutory) delusions “show an externalising bias for bad events, when the material is 
self-referent ... [and] are particularly inclined to blame people rather than situations” (Garety &
14
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Freeman, 1999, p. 13 6).
On this basis Garety and Freeman conclude that they are “not particularly self-serving” 
(p. 136) and that Bentall is mistaken to regard delusional thought as an extreme self-serving bias. 
Why Garety and Freeman aggregate (significant) bias in relation to negative events and relatively 
little bias in respect of positive events, and suggest a modest overall bias is unclear. Another 
interpretation of the findings would be to suggest neither that it is, simply, extreme (Bentall) or 
not particularly so (Garety & Freeman), but that it is a self-serving bias of a specific type. It is not 
a moderate general bias but a significant bias specific to negative material.
Bentall (1990, 1996) proposes not only that delusional thought is characterised by an 
attributional style, but also that this serves a defensive function (self-esteem maintenance). 
Although the first part of the proposition is supported at least in relation to negative events, 
support for the defensive function is not clear. If delusions maintained self-esteem one might 
predict a positive relation between them (i.e. the more evidence of delusional thought, the higher 
the self-esteem). Most research finds this not to be the case (Ellett et al, 2003, Garety & Freeman, 
1999, Martin & Penn, 2001). For example. Freeman and colleagues (Freeman, Garety, Fowler, 
Kuipers, Dunn, Bebbington et al, 1998) found low self-esteem to be “a prominent feature” in 
people with delusions and suggest that persecutory beliefs do not serve “to maintain or distort the 
levels of self-esteem” (p.427).
Another way of conceptualising this defensive function for delusions is to suggest that 
covert or subconscious self-esteem is low but that delusions allow the maintenance of overt 
(conscious) self-esteem. There should, then, be a discrepancy between overt and covert self 
representations (i.e. people with delusions think they have positive views of themselves but this 
masks hidden negative self-perceptions of which they, themselves are unaware). Freeman and 
Garety (1999) review a variety of studies which try and indirectly access this covert self­
perception. A point they do not stress is that most are not convincing as they rely on self-reports 
so, although they may provide evidence of low self-esteem (and some do), it is not clear how 
covert this is. Another method of attempting to access defence is with the Emotional Stroop Task 
(e.g. Bentall & Kaney, 1989). The few studies which have utilised this approach have produced 
mixed and inconclusive results (Freeman & Garety, 1999).
The resemblance of the bias proposed by Bentall (1990, 1996) to the Freudian notion of 
projection (which Freud suggested was the basis of paranoia; Lewis et al, 1994) is even clearer in
15
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relation to delusions than to hallucinations, particularly as it is a bias that seems to be specific to 
negative material. Bentall’s model suggests that
“externalising causal attributions (persecutory delusions) are evoked for negative events 
which might otherwise increase the accessibility of underlying negative self­
representations” (Garety & Freeman, 1999, p. 131).
The basis of projection is
“the perception of a negative self-judgement, emotion, or state as originating externally 
rather than within the individual. ... [PJrojection’s defensive function, is through the 
avoidance of aversive self-knowledge” (Lewis et al, 1994, p. 1296).
Projection was hypothesised to apply only to negative material and this is what has been found, 
counter-hypothetically, in relation to delusions. Research on projection reached an impasse 
around the same issues as are problematic in the present context: the difficulty of accessing sub­
conscious self-representations, and whether a defensive function is demonstrated by the research 
(Lewis et al, 1994).
The research on delusions may be summarised as follows: there is strong evidence that 
people with delusions evince a data gathering bias whereby they tend to jump to conclusions; they 
also display an attributional bias whereby they tend to blame negative events on others. Whether 
this serves a defensive function is, as yet, unclear. One possibility is that the defensive function 
may only apply for a sub-group of delusional people (Garety & Freeman, 1999). Another is that it 
is not always an entirely successful defence: if this attributional style is supposed to hide people’s 
self-view from themselves, it is unlikely to be equally effective for everyone. Those for whom it 
is successful may report high self-esteem, but those for whom it is not may report low self-esteem 
(as is found in much of the research), and will be distressed and anxious (as many are). People 
who are delusional but not distressed (non-clinical samples) may be gaining more from the 
defensive function of persecutory delusions than those who are. This possibility has not been 
considered in the literature reviewed.
Anxiety is given some emphasis in Garety’s and her colleagues’ model of persecutory 
delusions because anxiety is a response to perceived threat and persecutory delusions are 
conceptualised as threat beliefs (Freeman et al, 2002). This is a model of positive symptoms, so it
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applies both to hallucinations and delusions. They describe two routes to psychosis: in the first, a 
trigger event leads to anomalous cognitive experiences, and to emotion which is a response both 
to the trigger and the anomalous experience. A search for meaning leads to an interpretation of the 
experience in which factors already identified are implicated: jumping to conclusions, the 
(pivotal) externalising attributional style, poor social understanding and maladaptive self/other 
schemata. If the trigger event causes emotional but not cognitive disturbance, then delusions may 
be formed without the experience of hallucinations (or thought insertion, etc).
Therapeutic intervention and outcomes
Although there are still questions about this model, which is relatively new, it combines 
the elements so far identified in the research and provides options for approaching therapeutic 
interventions within a cognitive behavioural framework. This therapeutic approach has been 
developing along with theoretical advances, and has involved something of a revolution in some 
of the basic assumptions underpinning therapy. The emphasis of the medical model on chemical 
imbalance, leading to an almost exclusive reliance on medication, and combined with the political 
dominance of the medical profession, has tended to suppress approaches that assume continuity 
between psychotic and non-psychotic experience. There has also been a view that interventions 
directly addressing hallucinations or delusions may be counter-productive (Clare, 1980). In the 
present author’s experience, it is still the received wisdom in some acute psychiatric wards that 
any acknowledgement of patients’ psychotic experiences amounts to collusion and risks 
exacerbating them.
Recent approaches, though, encourage patients to focus on their experiences or beliefs 
and to “explore the[ir] content and meaning within a therapeutic relationship”, in the hope of 
identifying “their true origin” and resolving “any psychological difficulties reflected in their 
content” (Haddock, Bentall & Slade, 1993, p.337). This cognitive approach is still being 
developed, with several authors offering accounts of cognitive behavioural therapy (CBT) with 
formulations accommodating the current multi-factorial models (Freeman & Garety, 2002; Garety 
et al, 2000). Controlled trial studies have found CBT to be more effective in reducing positive 
symptoms than supportive therapist input and structured activities (Drury, Birchwood, Cochrane 
& MacMillan, 1996). Recent reviews (Fowler, Garety & Kuipers, 1998; Pilling, Bebbington, 
Kuipers, Garety, Geddes, Orbach et al, 2002) also suggest that CBT has “a significant impact on 
the symptoms and problems presented by people with psychosis” (Fowler et al, 1998, p. 123).
17
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In a 12-month follow-up comparing outcomes for CBT, supportive counselling and 
routine care for persistent drug-resistant psychotic symptoms, Tarrier, Wittkowski, Kinney, 
McCarthy, Morris & Humphreys (1999) reported “a significant advantage for patients treated 
with CBT over the other groups” (p.502). Similarly Kuipers and colleagues (Kuipers, Fowler, 
Garety, Chisholm, Freeman, Dunn et al, 1998) report that delusional distress and frequency of 
hallucinations were significantly reduced 18 months after CBT treatment.
If the outcome of the search for meaning is crucial, and the attribution of experience is a 
pivotal point in the development of psychosis, then early intervention with CBT may be an 
important future development, particularly as there might be an early critical period (Garety & 
Jolley, 2000). At present, early intervention is somewhat controversial as the usual treatment of 
choice is pharmacological and as the side effects can be severe. It would be unfortunate, therefore, 
if “vulnerable individuals who will never develop ... schizophrenia ... unnecessarily receive 
powerful antipsychotic medications” (Pelosi and Birchwood, 2003, p. 196). CBT would avoid this 
problem, and pilot studies of an intervention encouraging adolescents to focus on their symptoms 
have produced encouraging results (Jenner & Van de Willige, 2001).
Culture, indigenous models and coping
Therapy, then, can be helpful when there is an assumption that voices (etc) are 
meaningful, and when patients are encouraged to talk about their experiences and to attempt to 
find non-threatening attributions or meanings for them which make sense in the context of their 
lives (Bentall, 1996). Sometimes therapy is in a supportive group context (Druiy et al, 1996), and 
sometimes patients learn to exercise some control over voices by coping strategies such as setting 
limits (Romme & Escher, 1996).
This may shed some light on findings over several decades that prognosis in developing 
countries is often better than in industrialised ones (Tanaka-Matsumi, 2001; Wong & Van Toi, 
2003). There are many accounts of indigenous treatments for people hearing voices and having 
other experiences that would be regarded as symptomatic of psychosis in a medical context (Kiev, 
1964; Lewis, 1989). The treatments offered might be regarded as religious or spiritual, but include 
many of the features mentioned above. To take one example, prognosis has been found to be 
better in Sri Lanka than in many Western industrialised countries (Tanaka-Matsumi, 2001). 
Obeyesekere (1970, 1971, 1981) describes several cases of individuals in Sri Lanka who hear 
voices, have visions (etc) and who are given a diagnosis of spirit attack or possession.
18
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Exorcism(s) may be followed by induction into a spirit-cult, as the possessee learns to become 
possessed at will.
There is, here, a culturally comprehensible explanation for these experiences. The victim 
talks at length to the priest who enquires about background history, family, onset, trigger events, 
and symptoms such as the identity of the voice, and what it says, before making a diagnosis. The 
procedure is carried out in the context of a supportive group environment, meaning is given to the 
experience and it is a culturally appropriate meaning so it is neither delusional, nor stigmatised to 
the extent schizophrenia is. If the experiences persist, then coping strategies such as limit setting 
may be put in place (people may become possessed at cult meetings rather than involuntarily) and 
the emotional distress associated with the experiences is reduced, they may even take on positive 
value.
This is not to suggest that all spirit possession is, in fact, schizophrenia, such cavalier 
proposals are highly problematic (Lewis, 1989). However, limiting the comparison to auditory 
and visual hallucinations, Obeyesekere’s examples are relevant in the present context. CBT seems 
to be starting to provide some of the resources and therapeutic strategies long-provided in some 
indigenous contexts where the experiences have a culturally appropriate explanation which does 
not result in stigmatisation, sedation and incarceration, as in the medical tradition. A recent UK 
study found that members of New Religious Movements could not be differentiated from 
delusional respondents on endorsement of delusional items or level of conviction, but that the 
former were significantly less distressed (Peters, Day, McKenna & Orbach, 2004). Again one 
must be circumspect: religion is neither psychosis, nor merely a cure for psychosis. It can be 
argued, though, that by providing a non-distressing meaning for experiences, and strategies for 
coping, religious/traditional frameworks have long offered some of the elements now being 
incorporated into cognitive behavioural approaches. In the Sri Lankan example, the
“psychological problem of the individual is harnessed into social ends through a new role, 
which can utilize that problem in a new and positive direction .... She finds comfort, 
security and comradeship as a member of the cult group. Meanwhile the demons are 
quiet” (Obeyesekere, 1977, pp.87-88).
Conclusion
This has been a selective review, but enough to suggest that psychotic experiences are
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neither meaningless nor incomprehensible, and that they are on continua with non-psychotic 
experiences. The experiencer will search for their own meaning, the occurrence of the experiences 
can be indicative of stressful events, and the content of the experiences and how they are 
understood by the experiencer are meaningful both in terms of formulation and prognosis. The 
understanding of these experiences has also advanced to the point where certain cognitive and 
affective processes are clearly implicated (though not to the same extent in every case), for 
example, jumping to conclusions, an externalising attributional style, theory of mind deficits. 
Contemporary models include genetic and social vulnerability factors but also include a number 
of potentially relevant cognitive-affective variables. What is becoming clear is that models must 
be multi-factorial and must provide a general framework in which individual formulations may be 
constructed, and interventions applied which can lead to reductions in distress and symptom 
expression.
These experiences are not yet understood. Many questions remain, such as the relation 
between defence and delusional thought, but they are no longer assumed to be 
“ununderstandable”; their meaning may not be readily apparent to an observer but this does not 
indicate that they are meaningless.
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This essay will consider the relative infrequency with which people with a learning 
disability are offered psychological services, in particular cognitive-behavioural therapy (CBT).
To some extent the appropriateness of CBT for this client group depends on what, specifically, is 
regarded as CBT. There are also assumptions about people with a learning disability, some of 
which are justified, which contribute to their relative exclusion from this form of therapy. The 
situation is changing, though, and a body of evidence is growing to suggest that some people with 
learning disabilities are able to benefit from some elements of CBT, although assessment and 
intervention procedures require modification to make them more appropriate. It is argued that the 
assumption of inappropriateness reflects a deficit in cognitive psychology rather than simply the 
cognitive deficits of some potential clients.
The relative exclusion of people with a learning disability
People with a learning disability are more at risk than the general population of suffering 
from mental health problems (Hatton, Hastings & Vetere, 1999). Although “[wjell-conducted 
epidemiological research is singularly lacking in this area” (Hatton, 2002, p.360), it is likely that 
prevalence rates are as high, if not higher for depression, anxiety disorder, compulsions and 
psychosis among this client group than in the general population (Hatton, 2002). However, people 
with a learning disability attract little research attention (Hatton et al., 1999), they receive 
inadequate primary care (Gill, Kroese & Rose, 2002) and are rarely offered psychological 
interventions, particularly ones that allow them “to explore personal meaning” (Kroese, 1997, 
p.l).
After influential publications by (Beck, 1967, 1976) and Ellis (1973), there was a shift of 
emphasis within mainstream therapy-oriented psychology from a behavioural to a cognitive- 
behavioural perspective (Hawton, Salkovskis, Kirk & Clark, 1989). CBT has now been described 
(e.g. Fowler, Garety & Kuipers, 1998; Hawton et al., 1989; Wells, 1997) and found to be effective 
(Kroese, 1997), to the extent that it is a recommended treatment (DoH, 2001) for a wide range of 
psychological problems.
However, only recently has it been considered suitable for people with a learning 
disability (Johnson, Mason & Withers, 2003). The principle that “learning disabilities are contra- 
indicative of successful outcome” (Kroese, 1997, p.5) has been carried over from other forms of 
therapy (e.g. Rogerian, psychodynamic) into CBT. Even though the
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“Skinnerian ‘black box’ approach to cognitive processes has been rejected by most, and 
people with learning disabilities are now credited with thought (be it verbal or non­
verbal), cognitive behaviour therapists have so far failed to show any great interest in 
welcoming these clients into their clinical practices” (Kroese, 1997, p.6).
This may be, in part, due to what Bender (1993, cited in Hatton et al., 1999) refers to as 
therapeutic disdain towards a client group who may be perceived as relatively “unattractive”. 
However, there are also potential barriers (perceived and/or actual) due to potential clients’ 
cognitive deficits (Kroese, 1997). CBT is intended to be an exercise in collaborative empiricism 
(Beck, Rush, Shaw & Emery, 1979). By, together, identifying and challenging dysfunctional 
thoughts, the therapist and client attempt to change behaviour and emotion. It often involves self­
monitoring through the collection of data or diary-keeping, and cognitive or behavioural skills are 
taught and practised in the form of homework tasks. People are regarded as active learners and 
clients are expected to understand and participate in the planning and definition of explicit 
therapeutic goals, and to have an understanding of the intervention strategies (Verduyn, 2000). 
The perception of people with a learning disability as having, primarily, a cognitive deficit rather 
than cognitive distortion, and as being unable, therefore, to participate in, and benefit from, CBT 
goes some way towards explaining their lack of access to this form of therapy (Kroese, 1997).
Similar assumptions meant that CBT was not initially used with children, but it is 
increasingly (Stallard, 2002), and this broadening application is starting to reach people with 
intellectual disabilities too. Increasingly, cognitive elements are being included in treatment 
packages offered to people with a learning disability (Williams & Jones, 1997).
CBT
To some degree, whether or not it is appropriate to use CBT with people with a learning 
disability depends on what one takes “CBT” to mean. There is “no gold standard ... [and] no 
single accepted definition of what exactly constitutes cognitive-behaviour therapy” (Jones, Miller, 
Williams & Goldthorp, 1997 p.29). Kroese and colleagues use the term Cognitive therapy to refer 
to Beck’s (1976) work and cognitive-behaviour therapy to refer to a variety of approaches which 
“combine cognitive and behavioural components” (Kroese, Dagnan & Loumidis, 1997). This 
would include “simple” as well as “elegant” approaches (Dagnan & Chadwick, 1997), the former, 
addressed at deficits, are more instructional in nature, such as skill building; the latter concerned
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more with a search for meaning, focus on cognitive distortion (e.g. negative automatic thoughts) 
rather than deficit (e.g. limited coping skills).
The criteria for suitability for a conventional CBT approach would exclude many 
potential non-learning disabled clients. Discussing suitability for treatment for depression, for 
example, Fennell (1989) indicates that the ideal client should not have severe, chronic, bi-polar, 
endogenous or melancholic depression, they should be motivated, able to engage in a 
collaborative relationship, willing to accept the treatment rationale; and they should already have 
a good repertoire of coping skills (Fennell, 1989). They must also have the cognitive capacity to 
identify, challenge and empirically test their own cognitive distortions. This being the case, it is 
not surprising that the argument expressed in the title has some acceptance. The following 
comment is made in relation to CBT with children, but is also applicable in the present context: 
“Suitability for the [CBT] approach often depends on the ... person’s ability to work using verbal 
methods, understand the model in simple terms and have an ability to reflect on their internal 
world” (Verduyn, 2000, p. 177).
CBT or cBT
However, a variety of approaches which have both cognitive and behavioural elements 
can be labelled cognitive behavioural, and the emphasis of these may vary. Some elements of 
manualised cognitive therapy (e.g. Beck, 1995) have been combined with other strategies, 
producing a variety of “technique oriented labels” (Verduyn, 2000, p. 176) such as social problem 
solving (Loumidis & Hill, 1997) and anger management (O’Neill, 1999). The results may be 
therapeutic and may be cognitive-behavioural, although Stallard (2002) comments on “a 
proliferation of diverse interventions falling under the general umbrella of cognitive behaviour 
therapy with the predominant emphasis being behavioural, rather than cognitive” (p297), hence 
Stallard’s abbreviation: cBT. As the efficacy of behavioural interventions is well established 
(Jones et al., 1997), one might surmise that the behavioural elements are the more useful for 
learning-disabled, and the cognitive elements for non-leaming-disabled clients. It is not that 
simple, though: in some clinicians’ experience, it is the behavioural elements of CBT (in 
particular, behavioural activation) that are the most efficacious for non-learning disabled clients 
(Shibli, 2004).
The term cognitive behavioural can also describe interventions in other ways. For 
example, an intervention may be behavioural towards the (learning disabled) client, but cognitive 
in respect of his or her carers (e.g. Mansdorf & Ben-David, 1986, cited in Dagnan & Chadwick,
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1997). This is not to suggest that cognitive(-behavioural) interventions for carers are not useful 
(Kushlick, Trower & Dagnan, 1997). Carers may have assumptions about the person such that his 
or her behaviour is “interpreted in terms of their intellectual disability rather than as an expression 
of their mood" (Caine & Hatton, 1998, p229). Nixon and Singer (1993) used cognitive- 
behavioural techniques to challenge parents’ self-blame and guilt, and their negative assumptions 
about their (learning-disabled) children.
Assumptions and Obstacles
Such interventions may also help the learning disabled client, if indirectly. However, they 
still reflect the assumption that cognitive-behavioural therapy is unsuitable for individuals with 
learning disabilities. This may be because such individuals are perceived as not being “capable of 
managing aspects of their own behaviour” (Caine & Hatton, 1998, p.227), or because they are 
unable to recognise or express their own emotions (Robbins & Hall, 2003), “[cjognitive 
distortions involve complex, abstract concepts, often related to emotional states. To report on 
these may be problematic for a client who also has cognitive deficits” (Kroese, p.6).
Clearly, though, some of these assumptions are not entirely unfounded. People with 
learning disabilities are likely to have cognitive (including memory) and linguistic limitations 
(which led to a diagnosis of disability). Moore, Adams, Elsworth and Lewis (1997) found that the 
use of distracter statements and positive self-talk was difficult, if not confusing, for participants. 
Rose (1996) found that none of his participants could remember complex statements. Rose, West 
and Clifford (2000) found that the most effective techniques were behavioural or educative. 
Rossiter, Hunnisett and Pulsford (1998) also comment that a conventional problem-solving 
strategy (e.g. Benson, 1992) would probably be “too difficult for people with moderate to severe 
learning disabilities who are also going to struggle with perspective taking and complex 
sequential thought” (p.69). Whitaker (2001) concludes that a “probable limitation of cognitive 
methods is that they require a minimum level of language and cognitive abilities to be effective” 
(p.288). Kroese (1997) considers the following questions to be crucial: Can people self-report 
their own cognitions accurately? Can deficits in the understanding and expression of abstract 
concepts, and in self-regulation, be overcome? Additionally, a degree of social or inter-personal 
skill is required, for example “to recognise when it is an appropriate time and place to use the skill 
they have learned” (Whitaker, 2001, p.288).
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One assumption which should be avoided, but which is encouraged or inferred by the 
phrasing of some of the literature (indeed, by the title to this essay) is that this is a homogeneous 
client group. One should assume as much heterogeneity as among a general population client 
group, if not more (Rossiter, personal communication). To suggest that CBT is not appropriate 
(ever) for this client group (all of them) is to reify categories and assume that a binary division of 
people (into disabled and non-disabled groups) is valid, whereas abilities are infinitely varied and 
are more realistically perceived as being on a continuum. It is unlikely to be a matter of whether 
CBT is appropriate for a particular client group but when, which elements of a cognitive- 
behavioural approach are effective for whom. The distinction maintained in the literature between 
mild/moderate and severe/profound disability, is useful, but still relatively crude. Interventions 
should be individualised, both for learning disabled and non-disabled people (Caine & Hatton, 
1998, p.227).
Research Evidence
As CBT was initially developed with non-learning disabled adults, then was adapted for 
use with adolescents and children, and only latterly for people with a learning disability, the 
research evidence is relatively sparse and patchy. There is evidence that CBT can be effective for 
a variety of conditions within a non-learning disabled population (although not for everyone). 
There are also data increasingly available in respect of children (e.g. Stallard, 2002) and to the 
extent that learning disability can involve developmental delay, this research is also relevant in 
the present context, “the child development model has proved [sic] enormously useful in 
stimulating understanding and practical help for people with learning disabilities” (Clements, 
1997, p.169).
The relevance of child psychology is twofold. Not only is it an indicator of whether a 
cognitive-behavioural intervention might be successful, and there are grounds for some optimism, 
CBT “is a promising and effective intervention for the treatment of a wide range of child 
psychological problems” (Stallard, 2002, p.297). It can also suggest modifications to practice, 
which might make it more appropriate (Rossiter et al., 1998). Lindsay (1999) adopted self- 
instructional training (Meichenbaum, 1977) on the basis that it had been developed for children. 
Rossiter et al. (1998) adapted materials from literature reporting on successful cognitive 
behavioural interventions with children to design an anger management programme for learning 
disabled people.
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Whitaker (2001) reviews the research literature on cognitively based anger control 
packages for people with a learning disability. There are relatively few reports of these compared 
with contingency management approaches whereby particular behaviours are reinforced or 
punished; ecological interventions, for example removing a client from anger-provoking 
situations; and reactive strategies, whereby care staff are provided with guidelines for managing 
challenging behaviours. He identifies 16 relevant studies and suggests that, at first glance, “there 
would seem to be clear evidence that this treatment can be effective” (p279). However, closer 
inspection reveals that most of the studies produce equivocal results, do not have strong 
experimental designs, and fail to distinguish between the different components of a package so 
that it is impossible to demonstrate which components are effective. Whitaker regards the (non- 
cognitive) components of relaxation and self-monitoring to be the ones for which there is best 
evidence of their efficacy.
Howells, Rogers and Wilcock (2000) add to this inconclusive literature with a programme 
including several cognitive strategies including attempts to increase awareness of cognitive 
triggers to anger, to consider alternative attributions for the actions of others, and to consider the 
consequences of “losing control” (p.l39). However, there is no attempt to separate the different 
elements of the intervention, and no improvement was observed on Rosenberg's self-esteem scale 
or the anxiety subscale of the Hospital Anxiety and Depression Scale (Rosenberg, 1979; Zigmond 
& Snaith, 1983, both cited in Howells et al., 2000). Frequency data are not reported for lack of 
reliability, simplified self-monitoring data (visually presented mood thermometers) are not 
reported either, owing to “inconsistencies in the self-reporting” (p. 139). However qualitative 
(interview) data indicated that “all participants felt more in control of their own anger” (p.139)
The situation is similar in relation to interventions for other conditions, there are scattered 
case studies and few controlled studies. Lindsay (1999), Lindsay, Howells and Pitcaithly (1993) 
and Dagnan and Chadwick (1997) report improvements in depression for eight people over three 
studies, A small number of case studies report some success in reducing anxiety (e.g. Lindsay & 
Baty, 1986) and specific phobias (e.g. Lindsay, Baty, Michie and Mackenzie, 1988); and with 
attitudinal change among sex offenders (Lindsay, 1999), reducing inappropriate masturbation 
(Withers & Gaskell, 1998) and managing auditory hallucinations (Leggett, Hum & Goodman, 
1997). As most reports are of small-scale, uncontrolled studies or case reports, there is some, and 
growing, evidence that CBT can be useful for some people with a learning disability, but it is not 
yet clear or conclusive evidence.
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Assessment
Primary questions of diagnosis and assessment have still to be resolved, it cannot be 
assumed that the manifestation of particular conditions will be similar among learning disabled 
and non-disabled populations, or even within the learning disabled population. Hatton (2002) 
points out that, although the Royal College of Psychiatrists (2001) has produced a set of 
diagnostic criteria designed to be used alongside ICD-10 (World Health Organisation, 1993), the 
applicability of standard psychiatric classification systems to people with a learning disability is 
largely untested. For example, although people with mild or moderate learning disabilities display 
a similar range of symptoms of depression as in the general population, people with severe or 
profound learning disabilities display more “’atypical’ symptoms, such as screaming, irritability, 
psychomotor agitation, aggression and self-injurious behaviour” (Hatton, 2002, p.360).
As most diagnosis relies on verbal expression of mental states, there is a reliance on the 
ability of the person to give such a description. Self-reports are problematic to the extent that they 
can be influenced by social desirability, memory problems, recency effects, anxiety and 
incomprehension. These problems are all more salient in respect of people with a learning 
disability (Kroese, 1997); for example, intelligence and acquiescence are correlated (Kroese, 
1997). Furthermore, the reliability and validity of conventional assessment measures cannot be 
assumed for a different client group. In this area, “[cjognitive intervention practice has tended to 
run ahead of assessment” (Clements, 1997, p. 168), making evaluation of outcomes difficult.
Even so, Lindsay, Michie, Baty, Smith and Miller (1994) reported convergent validity of 
various assessments for anxiety and depression among respondents with mild and moderate 
learning disabilities, as well as correlations between reports of emotion and neuroticism. There is, 
then, a degree of consistency and validity in the self-reports of people with learning disabilities. 
This may be improved by modifying instruments (e.g. simplifying the language and response 
choices) as Lindsay and Michie (1988) have shown with the Zung (1965, 1971) anxiety and 
depression scales. Lindsay (1999) concludes that “reliable and valid assessments of the feelings 
and thoughts of people with a mild and moderate learning disability can be gathered” (p.238).
Dagnan and Chadwick (1997) have developed an assessment procedure intended 
specifically to consider whether a potential client is able to discriminate between events, beliefs 
and emotions (based on Trower, Casey & Dryden’s, 1988, Antecedent-Belief-Consequence 
model), perceive the B-C link, and that the belief is amenable to testing or disputation. They 
regard these as minimal criteria for a potential client to be able to benefit from CBT, and they 
provide data suggesting that some learning-disabled people are able to carry out these “minimal
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tasks of a simple cognitive therapy” (p. 120). They suggest, though, that it is unlikely that it would 
be possible to use a cognitive approach for people who have little or no language.
Modifications
To reach this conclusion, assessment procedures and interventions often have to be 
modified. The use of pictorial instead of verbal materials is a common example. Bar graphs 
accompanying response options to indicate intensity of emotion have been used, or pictures of 
buckets from full to empty (Lindsay, 1999). Dagnan and Chadwick (1997) report a client 
indicating degree of anger by holding his hands apart.
Care must be taken, though: “Interventions must always be adapted to the level at which the 
person is functioning ... some people use abstract representation, such as textured fabric, whereas 
others prefer photographs, drawings or dolls” (Moss, 1998, p i90). Rossiter et al (1998) used a 
simplified traffic light metaphor (red = stop, orange = think, green = do), but Robbins and Hall
(2003) report that their participants still had difficulty with this metaphor as they “were unaware 
of the everyday functioning of traffic lights (p.33).
Open-ended questions can avoid acquiescence, and the use of probe questions to 
supplement items can check for lack of comprehension (Kroese, 1997). From the literature on 
other client groups, Jones, et al. (1997) suggest having shorter sessions and abandoning rigid 
agendas, breaking complex emotional information into simple and clear components, and 
carefully controlling the induction of high emotional arousal. Similar suggestions include 
prolonged interventions with frequent repetition (Rossiter et al., 1998) and shorter, more frequent 
sessions (Caine & Hatton, 1998).
Self-instructional training is widely used in cognitive-behavioural treatment with 
children, and Caine and Hatton (1998) take a view that some of "the basic elements seem suitable 
for adaptation to people with intellectual disabilities" (p227). Simplifying self-instructional 
statements (for example “take it easy”; Benson, 1992) is helpful or necessary though. Lindsay & 
Kasprowicz (1987) found increased confidence in four of five participants in a self-instructional 
training programme.
Moss (1998) describes several ways whereby cognitive and behavioural strategies may be 
used with learning disabled survivors of sexual abuse. For example, using (the client’s) drawings 
to elicit recall and description of the abuse; using noise, movement, pictures or masks rather than 
words to enable the expression of emotion; simplified formats for diary keeping; distraction 
techniques (determined in part by the person’s cognitive abilities); using pictures and drawings to
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facilitate cognitive re-structuring to determine different outcomes to flashbacks; the use of 
pictures, writing, audiotape or collections of objects to record the person’s experience. It is worth 
noting, though, that these are all techniques that might be equally appropriate for some clients 
who do not have a learning disability.
With appropriate modifications, such as pictures and diagrams of emotions to enable 
clients to monitor and record their thoughts and feelings, Lindsay (1999) reports a degree of 
success with over 50 clients using strategies developed directly from Beck (1976). Scores on 
anxiety and depression scales were reduced, cognitive re-structuring was possible allowing 
attributional modifications and re-construing some feelings as disappointment or anxiety rather 
than as anger, and attitudes consistent with offending were endorsed less among sex offenders.
At present, although, some instruments, either modified or designed show acceptable 
psychometric properties, the range of assessment instruments does not match the range of 
diagnosable conditions (Hatton, 2002). There is also evidence that people with mild or moderate 
learning disability can express their emotional states with a degree of reliability and validity “as 
long as interview schedules are sensitively adapted and potential response biases such as 
acquiescence, suggestibility and confabulation are assessed” (Hatton, 2002, p. 358). They can also 
learn self-instructional techniques and benefit from cognitive re-structuring. However, such 
evidence is lacking in respect of those who are severely disabled. Neither is it clear, yet, “which 
psychosocial interventions are most effective for which people under what circumstances” 
(Hatton, 2002, p.366).
A supportive environment outside the therapy setting is stressed by several authors (e.g. 
Hatton, 2002; Rossiter et al., 1998; Whitaker, 2001). This extends beyond the bounds of 
manualised CBT, but an awareness of the context of behaviour is of particular significance for 
this client group. This, perhaps, highlights the limitations of CBT interventions: “You cannot give 
someone self-esteem by giving them some positive self-talk/self-evaluation skills unless that 
person exists within a network of relationships and activities that are valued and valuing” 
(Clements, 1997, p. 173).
Verbal over-emphasis in cognitive psychology?
Cognitive psychology is embedded in a cultural context in which truth can be best 
expressed through verbal rational communication (Proctor, 2003). Most assessment tools are 
verbal, most homework tasks require (until adapted) a degree of linguistic communicative 
competence, therapy is conducted verbally and requires the client to verbally express their inner
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states. As many learning disabled clients have limited verbal expressive skill, they are excluded 
from many aspects of the conventional CBT process, adding to “the burden of stigma that they 
already bear” (Clements, 1997, p. 164).
However, “negative automatic thoughts may be no less incapacitating for being 
linguistically simple” (Black, Cullen & Novaco, 1997, p.48). Negative automatic thoughts can be 
images as well as statements (Hawton et al., 1989) and cognition is not merely verbal. Interviews 
(as part of assessment) can identify non-verbal cues or expressions of emotion (Lindsay, 1999), 
Moss (1998) stresses the usefulness of other media (above). To the extent, then, that CBT is 
perceived as inappropriate for people with a learning disability, this reflects a failing on the part 
of cognitive psychologists as much as it does a disability on the part of the client. Clements 
(1997) suggests there is a verbal overselectivity in cognitive psychology, which “sets limits upon 
how problems are defined and what constitutes intervention at the cognitive level. It produces a 
near guarantee of negative outcomes for many people with learning difficulties” (p. 164).
Proctor argues in a similar vein that CBT is normative and not truly collaborative 
(Proctor, 2003); it often demands compliance from the client rather than collaboration. For 
example, gaining informed consent is required for CBT as well as other interventions. Hatton 
(2002) highlights the difficulty of this, particularly from people with severe learning disability. As 
with other elements of therapy itself, improvements can be made by breaking down the consent 
process into simplified constituent parts. This does not wholly overcome the problem though.
Conclusion
Agenda setting, understanding the links (or at least, some of them) between cognitive, 
physiological, behavioural and environmental factors, and recognising thoughts and feelings, are 
the key elements of CBT for many of the authors cited (e.g. Johnson et al, 2003; Lindsay, 1999). 
What is stressed by many authors, though, is the need to adapt materials, for both assessment and 
intervention; in particular, to rely less on verbal presentation. Otherwise CBT may be “difficult 
for those whose communications may not be in the preferred medium (and who will not therefore 
pass the selection criteria which define ‘suitability for treatment’)” (Clements, 1997, p. 176).
However, the number of presenting problems for which a cognitive-behavioural approach 
is reported to have been beneficial for people with (usually mild) learning disability is growing. 
Lindsay (1999) reports benefits from cognitive behavioural interventions for people with severe 
learning disabilities in the context of anxiety, depression, anger and sex offending, and its use has
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also been reported for managing hallucinations (Leggett et ah, 1997), fire setting (Clare et ah, 
1992) and inappropriate masturbation (Withers and Gaskell, 1998).
However, research to date has indicated neither “which components are effective and 
under what circumstances ... [nor] the characteristics of those who benefit and those who do not” 
(Whitaker 2001, p.289). Overall, though, it seems fair to suggest that the more disabled someone 
is, the more likely that behavioural or ecological interventions will be helpful and that cognitive 
components (certainly if they are not suitably adapted) will be “at best difficult ... and at worst 
confusing” (Whitaker, 2001, p.288). This may the case for some non-disabled clients, too.
Even if it is applicable, it may be of limited use if it is the only intervention, particularly if 
it is only applied to the person with disabilities. Clements argues for a more ecological approach 
to intervention, a recognition that cognitive functioning is not “something located just within the 
individual but as located within a broader social-cultural domain ... [involving] the dynamic 
interplay of forces outside the individual and the information processing of the individual” 
(Clements, 1997, p. 172).
Jones et al. (1997) conclude that “the assumption that, because of reduced levels of 
intellectual ability, people will de facto be unable to benefit from cognitive intervention is not 
borne out by the existing literature” (Jones et al., 1997, p.29-30). Overall, then, one can conclude 
that CBT is not per se inappropriate for people with learning disabilities. Techniques need to be 
modified, and they will not be suitable for all learning-disabled people. Other interventions, 
ecological or behavioural, may be more useful in some cases, or a treatment package should 
consider the broader context in which the client’s life takes place and include a variety of 
elements with a variety of targets. The extreme and rather simplistic assumption articulated in the 
title is no longer tenable, though: “there is really no longer any logical excuse to avoid conducting 
cognitive therapy and research with people with a mild or moderate learning disability” (Lindsay, 
199, p.240).
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“All happy families are alike; each unhappy family is unhappy in its own way” 
(Chekhov). What differentiates happy from unhappy families, and what are the 
implications for the development of attachment relationships?
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I will attempt to address this question by, initially, giving some consideration to the 
meanings offamily and happiness, particularly familial (as opposed to individual) happiness. This 
will lead into a discussion of some of the indicators, direct or otherwise, of (un)happiness within a 
family system, and a consideration of the transfer of unhappiness through the system. Finally, I 
will look briefly at developments in the attachment literature which suggest that attachment 
underpins familial happiness and that the move towards integrating family and attachment 
theories is a necessary one. I will conclude that whether all (un)happy families are alike or not 
depends on how fine-grained the focus: in broad terms (in)secure attachment underpins familial 
(un)happiness, but there are many ways for unhappiness to manifest itself within the family 
system.
What is a Family?
Whilst, in general, people know well enough what is meant by the term family (“few 
people experience confusion when using the term”, Frude, 1991, p.2), it is not an easy term to 
define clearly. Legal, biological and psychological criteria would potentially lead to the inclusion 
of different people. A child of whose existence the father was unaware would be included 
according to the two former, but not the last; a lifelong partner to whom one was not married 
would be excluded by the two former, and included by the last. Political or religious ties might 
define a family (Oxford English Dictionary, 1964), and the construct has variable meaning in 
different cultural contexts; “therapists in different cultures might disagree with each other as to 
the exact delimitation of the family” (Jones, 1993, p.3). In Japan, for example, the term ie means 
family; but ie is also a household and would (traditionally) include servants or other retainers. In 
this sense a family is not just defined by blood or marriage, it is an economic unit. Japanese 
organisations are also referred to as ie and, at times of national crisis, the term has been applied to 
the whole nation (Kashima & Callan, 1994). In Madagascar one’s family/household is defined by 
who one shares a hearth with, it may include non-relatives, even anthropologists (P. Thomas, 
personal communication, October 1996).
What can be called a family, then, is very varied, but at their core, families are usually 
“biological relational units” (Jones, 1993, p.3). However, the configurations and memberships 
will vary within as well as across cultures, and a couple with no children, or adopted, or foster 
children could still constitute a family with no biological links between the members. A family 
might include lodgers, who are biologically unrelated but who share a residence (although co­
residence can not be a criterion, e.g. cell-mates, Frude, 1991). The “image of the traditional 
nuclear family” (De’Ath, 1988, p.313), consisting of two parents, father working, mother at home.
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and two children, now applies to less than 5% of households in the U.K. (De’Ath, 1988). This 
may be due to changing patterns of divorce, unemployment, and women working, increasing 
numbers of one person households, as well as different and changing family structures within 
different communities. De’Ath (1988) emphasises the diversity of families, resulting from a wide 
variety of influencing factors such as where they live, their diet, their identity, values, attitudes 
and beliefs as well as by factors wholly outside their control: local and national policies 
influencing the availability of housing, education, health, recreational and social welfare.
Frude (1991) draws a distinction between an individual’s family and a family unit and 
attempts to define each, both because different research traditions have these different emphases, 
and because therapists have, until recent years, tended to work either at the individual, or the 
family level. These different theoretical, clinical and research perspectives are exemplified in the 
attachment and the systemic literatures (Akister & Reibstein, 2004). According to psychological 
(as opposed to legal or biological) criteria, the basis for categorisation lies within the person’s 
subjective judgement. If one regards an individual’s family as the people included in her or his 
personal geneogram (Lieberman, 1979), “it is difficult to avoid the apparently circular conclusion 
that a person is a member of an individual’s family if that individual regards them as a member of 
his or her family” (Frude, 1991, p.4). Often, “such recognition will be associated with feelings of 
affinity, obligation, intimacy and emotional attachment” (Frude, 1991, p.4), although none of 
these are absolutely definitive.
Although these judgements are often reciprocated, they are not always; family members 
frequently disagree with each other’s descriptions of their family system (Olson, 2000). Distant or 
estranged (ex-)partners or relatives might disagree (e.g., a son might include his absent and 
unknown father, the father may not even be aware of the son’s existence). Not only is every 
family member unique, but they have all constructed their own distinct phenomenological world. 
Each possesses “a unique view of their family, expectations of each other, and so on” (Vetere & 
Dallos, 2003, p. 11). Frude (1991) suggests, therefore, that to consider a family unit (as opposed to 
an individual’s family) one might include the smallest number of people who all include each 
other (so, in the above example, the absent father might form part of the son’s individual family, 
but unless he is also included by other family members, and includes himself, he will not be part 
of the family unit).
One can say that a family is a system (De’Ath, 1988; Frude, 1991; Jones, 1993), which 
comprises the “basic socialising unit” (De’Ath, 1988, p.312) of a community. A family is also a 
group, in that its members see themselves (and are seen by others) as a distinct category of people
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with some shared, social identity (e.g. the Smith family), and some degree of shared fate (i.e. 
outcomes in their lives are, to some extent, shared or interdependent. Brown, 2000). Usually (but 
not necessarily) there are some biological relationships, and some form of emotional attachment 
or obligation, but the group can be regarded as a family, as opposed to any other type of group or 
system, because (some of) its members regard it as such. The exact configuration will look 
different from the perspectives of different members and there may be a disjunction between what 
a person regards as her or his family and the family unit. The diversity of families is such that 
“many people might regard the very word ‘family’ as relating to an ideal institution rather than a 
tangible reality” (De’Ath, 1988, p.313). However, as “people are more likely to be killed, 
physically assaulted, hit, beaten up ... by other family members, than ... by anyone else, in our 
[sic] society” (Celles & Cornell, 1990, cited in Vetere, 2004, p. 14) (as well as potentially having 
more positive experiences), family of some sort does constitute a tangible reality in most people’s 
lives.
What is Familial Happiness?
Happiness is an emotion and is, therefore, more readily applicable to an individual, or to 
individuals within a system, than to a system itself. Even so, one can, in the vernacular, speak of a 
sick organisation or a happy family. At the individual level, happiness is operationalised by 
psychologists either in terms of face recognition tasks (in which context it is one of a small 
number of basic emotions recognisable by a distinct pan-cultural facial expression; e.g. Ekman, 
Friesen, O’Sullivan, Chan, Diacoyanni-Tarlatzis et al., 1987), or by concepts such as subjective 
well-being (e.g. Diener, Gohm, Suh, & Oishi, 2000), low scores on a depression scale 
(Veenhoven, 1994), or direct questioning (e.g. Lee, Seccombe & Shehan, 1991, whose 
respondents had the options very happy, pretty happy or not too happy).
However, if it is difficult to define ‘family’, it is harder to define and, therefore, 
operationalise, familial happiness. A system functions in the space between its members as well 
as within them (Jones, 1993), so systemic happiness may be an aggregate of the happiness of its 
members (in which case some might be miserable within an overall happy system), but it may 
also be something to do with the processes that occur within the system which are in some way 
indicative of systemic (un)happiness. Such processes, if they are associated with distress within a 
family, would commonly be referred to as dysfunctional (e.g. Olson, 2000).
From a social constructionist perspective (e.g. Averill, 1980) emotions are processes, and 
profoundly social. Contemporary models of emotion include facets such as the expectations and 
responses of others within the conceptualisation of the overall emotional syndrome (Mesquita,
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Frijda & Scherer, 1997), so even individual emotions may be argued to be constructed in the 
interaction between people (i.e. within the process of the system). Dunn, Deater-Deckard, 
Pickering and O’Connor (1998) found higher levels of reported problems (lower adjustment) and 
lower pro-social scores for children in single- and step-parent families than in non-step-family 
settings. Negativity in family relationships and the mother’s level of depressive symptomatology 
were also contributory factors. There are clear suggestions here of systemic unhappiness with 
indicators within two generations (mother’s depression, children’s adjustment) as well as in the 
space between them (negativity in relationships). If individual emotions are best viewed as multi­
faceted syndromes, the case is likely to be similar for systemic emotions. There may be many 
signifiers of unhappiness in the system 
Happy Families
In broad terms, being in close relationships appears to be good for people. The married 
are, in general, happier than the never married, or divorced and separated people (Glenn, 1975; 
Lee et al., 1991) and, with variation in the size of the discrepancy, this applies across gender and 
culture (Diener et al., 2000). People also rate close relationships as making them happier than any 
other aspect of their lives, although they can also produce anger, anxiety and sadness, and many 
‘good’ relationships end in conflict, bitterness and sadness (Frude, 1991). Couples are also often 
motivated to have children, so there is a general perception that families are a good thing and, 
other things being equal, they may be. However, even having a desired child introduces a 
substantial change to a pre-existing (dyadic) system, and could be one of many interacting factors 
which, over time, generate unhappiness (Akister & Reibstein, 2004).
Therapeutic interventions aiming to initiate processes which might facilitate familial 
happiness focus on “patterns of organization ... [such as] a high level of parental co-operation ...; 
a clear intergenerational hierarchy between parents and children; warm supportive family 
relationships; clear communication; and clear, moderately flexible rules, roles and routines” (Carr, 
2000a, p.36). Systemic processes such as improved communication may foster happiness and may 
be taken, therefore, as an indicator of its increased probability. Although communication per se 
does not constitute happiness, mothers in “balanced” families have been found to evince “higher 
rates of supportive communication, explicit information and positive affect” than their 
counterparts in “unbalanced” families. It should be noted that balance is also associated with 
higher expressed satisfaction with the family (Olson, 2000, p. 159).
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Many Ways to he an Unhappy Family
When family unhappiness is presented to therapists it is usually in the form of “distress, 
dis-ease and an inability to cope” (De’Ath, 1988, p.318). Sometimes the problem is perceived to 
reside in just one family member, although the “presenting problem of one family member ... [is] 
but one aspect” of the family’s “systemic difficulties” (Carr, 2000a, p.30), and “the diverse nature 
of dysfunctional families” is frequently emphasised in the literature (De’Ath, 1988; Frude, 1991^).
Life events can have positive and negative effects on individuals and (as systems are 
disturbed by changes anywhere in the system, Jones, 1993) on the systems they are in. Even if 
they are primarily personal events (e.g. onset of illness, sudden unemployment) the repercussions 
within the system may be substantial. The most significant personal events are often related to 
aspects of family life (Frude, 1991), but relatively minor events also have substantial impact on 
individuals and on their relationships (e.g. more stress at work might precipitate increased alcohol 
consumption, which might precipitate increased domestic violence).
Childhood adversity could be taken as an indicator of systemic unhappiness; it might be a 
consequence (conflict in the system presents adversity to the child), a cause (the child’s illness 
causes distress in the system, Frude, 1991) or, less simply, they may both be part of the circular 
processes of overall systemic unhappiness (Jones, 1993). For example, limited parenting skills, or 
harsh and punitive parenting, can lead to ambivalent-resistant attachment in the child and a high 
level of anxiety, poor emotional regulation and “impulsive, hyperactive and aggressive 
behaviour” resulting from a “need to control adult attention” (Golding, 2004, p.21). This produces 
more distress for parents and/or carers whose “coping skills and strategies can be both enhanced 
and depressed by other systems” (De’Ath, 1988, p.325), resulting in more harsh or inconsistent 
parenting.
Childhood adversity is very common, though, and does not necessarily signify 
unhappiness. In an Australian community (i.e. non-clinical) survey, Rosenman and Rodgers
(2004) found that 59.9% had experienced childhood adversity, 37% experiencing more than one 
form. Domestic conflict, parental psychopathology and substance abuse comprised the common 
adversities, and physical abuse, sexual abuse and neglect rarely occurred alone. Women reported 
more childhood adversity than men and, although most respondents reported adversity, they also 
considered that they had happy childhoods. Happiness was affected most by domestic warmth and 
harmony. This shows that childhood adversity is frequent, and that it does not always lead to 
pathology, or even indicate an unhappy childhood. However unhappiness in the family, inferred.
‘ Frude also refers to the quotation in the present title and gives Tolstoy’s Anna Karenina as its source.
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here, from lack of warmth or harmony, is likely to increase the perception of unhappiness in 
childhood.
There are a variety of ways in which elements of the systemic syndrome of unhappiness 
have been operationalised, many of which are indicators evident in one person, which are 
associated with distress in others and/or themselves. These can be addressed at the family level, 
although not exclusively, multi-systemic or multimodal therapies including an element addressing 
family functioning often seem most likely to produce positive outcomes (Carr, 2000a). For 
example, facilitating “the adolescent’s individuation and increasing autonomy within the family” 
(Carr, 2000a, p.50) is a “key element” {ibid.) of effective treatment programmes for anorexia 
nervosa.
Emotional problems in children would seem to be relatively direct measures of 
unhappiness within a family. Depression and grief, general anxiety problems, specific phobias as 
well as obsessive compulsive disorder (which undoubtedly constitute individual unhappiness) 
have all benefited from multi-modal family interventions (Carr 2000a). Behavioural problems are 
less direct measures of unhappiness, but may be indicative of it. Pervasive conduct problems in 
adolescence, as well as problematic adolescent drug use, have been addressed more effectively by 
family multi-systemic approaches than by other interventions. Again, communication and warmth 
are among the elements which are emphasised (Carr, 2000a)
Unhappiness in the system can also be manifest in somatic distress. Patterns of family 
organization which exacerbate asthma include rigid enmeshed relationships between the child and 
a highly anxious parent; “triangulation where the child is required ... to take sides with one or 
other parent in a conflict; or a chaotic family environment” (Carr, 2000a, p.49). Again, the 
unhappiness seems to characterise the system: anxious parent, rigid enmeshed relationships with 
poor communication, and a child with asthma. The apparent unhappiness includes both 
generations and the interactions between them. Enhancing family communication is one of the 
aims of family therapy in this instance. Recurrent abdominal pain, enuresis and encopresis are 
other somatic problems for which family interventions have been effective (Carr, 2000a).
There have been a variety of attempts to construct theoretical models mapping systemic 
family functioning, with intervention strategies and measuring instruments based on these models. 
Olson’s Circumplex Model of Marital and Family Systems (Olson, 2000) has the primary 
hypothesis that balanced systems function better than unbalanced systems. Three areas of 
functioning, derived from clustering over fifty constructs, are assessed: cohesion, flexibility and 
communication. There are four categories of cohesion (disengaged, separated, connected and
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enmeshed; “the extremes or unbalanced levels (disengaged or enmeshed) are generally seen as 
problematic for relationships over the long term” (Olson, 2000, p. 145). Balance, in terms of 
flexibility, means “maintaining some level of stability in a system with openness to some change 
when necessary” (Olson, 2000, p. 152). The importance of communication is that it facilitates the 
maintenance of balance under changing circumstances (developmental needs and situational 
stress), balanced couples and families will have more positive communication than unbalanced 
systems.
Importantly, Olson acknowledges the culture-specificity of this hypothesis: “If a family’s 
expectations support more extreme patterns, families will then operate in a functional manner as 
long as all the family members like the family that way ... What might appear to be an 
‘enmeshed’ family of colour to a white outsider may be functional for some ethnic groups”
(Olson, 2000, p. 153). Of course what Olson should be referring to here is culture not skin colour. 
One of the key dimensions in cultural variation is to do with the relative emphasis placed on the 
individual and the group (individualism-collectivism, Hofstede, 2001). The most individualistic 
societies are post-Protestant, English speaking, with a Northern European tradition (U.S., 
Australia, New Zealand, Canada, U.K). The Netherlands is the most individualist non-English 
speaking nation, Hofstede, 2001). Olson acknowledges that differences might be anticipated 
among Hispanics and Asian families in the U.S. (and it is to his credit that the research is 
extensive enough to identify this). What he does not specify is that Hispanic and Asian societies 
are measurably more collectivist than European English speaking Americans typically are.
Although he says that the model is culture-sensitive, the description of extremity and a 
lack of balance in families who would be regarded as normal and functional in most (more 
collectivist) societies, does imply a value-judgement (“It is ... typically assumed that the family 
will function more adequately if the marital and/or family system is moved towards the balanced 
types”, Olson, 2000, p. 162). One would anticipate that desirable degrees of autonomy and 
interdependence would vary according to the espousal of individualist and collectivist values 
(Noon & Lewis, 1992). For example, “the Japanese person is seen as a part of the embedded inter­
connectedness of relationships, whereas British norms prioritize separateness and clear 
boundaries in relationships, individuality and autonomy” (Tamura & Lau, 1992, p.319). These 
vary from person to person, but they also vary by class, gender and culture^. As culture consists of
 ^Culture is frequently operationalised in terms of nationality, although this risks obscuring variation within 
nations. The hypothesis could be tested within and across national cultures.
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shared meanings (Geertz, 1973; Vetere & Dalles, 2003) and meanings are learned, at least in part, 
within the family, each family can also be said to have its own culture.
As Olson’s data does come from a single society, it has a certain validity within that 
society (but one should be wary of generalising), and his research has produced substantial 
support for the hypothesis that balanced systems are more functional than unbalanced systems. 
Families with a “neurotic or schizophrenic” member were more likely to be unbalanced than a 
control group who had never sought therapy (64%, 56% and 7% respectively), as were families 
(both family of origin and present family) of sex-offenders compared to “non-offender families”.
Other systemic models adopt similar approaches to Olson’s. The Beavers model (Beavers 
& Hampson, 2000) has two dimensions, family competence, and family style. Flexibility is an 
important element of the competence dimension within this model, Beavers and Hampson (2000) 
suggesting that a rigid system is a sick system. The style dimension is characterised as a 
continuum ranging from centripetal to centrifugal and somewhat resembles the cohesion 
dimension in the Olson model. Beavers and Hampson (2000) report that therapy has been more 
successful for more competent and more centripetal families. They report no differences for 
family race; again, one might assume they mean culture, and similar comments would apply as 
were made about Olson’s model.
The McMaster approach (e.g. Miller, Ryan, Keitner, Bishop & Epstein, 2000) assesses six 
dimensions of family functioning (and does not claim that they are exhaustive): problem solving, 
communication, roles, affective responsiveness, affective involvement and behaviour control. 
Although this structure looks different from the two models already discussed, many of the same 
constructs are used. Roles, for example, are included in the flexibility dimension of the 
circumplex model, affective involvement resembles cohesion. Miller and colleagues (2000) 
acknowledge that their research has included mainly Caucasian and middle-class American 
families and that research within more diverse populations is required. However, the instruments 
derived from this approach have been found to discriminate between families with a member 
diagnosed with depression and “non-clinical” families. They have also been found to predict 
adjustment to chronic illness (Miller et al., 2000).
The Darlington Family Assessment System (Wilkinson, 2000) assesses family 
functioning in 18 sub-scales, at four distinct levels of the system (child perspective, parental 
perspective, parent-child perspective, whole family perspective). High levels of family 
dysfunction, as assessed by this approach, are associated with poor outcomes for child mental 
health problems (Wilkinson, 2000). The Family Process Model (Skinner, Steinhauer & Sitarenios,
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2000) still requires validation studies (Carr, 2000b), but assesses seven dimensions (task 
accomplishment, role performance, communication, affective expression, involvement, control, 
values and norms) at three levels (whole family, dyadic, individual). It has been found to 
distinguish “problem families” with one or more member experiencing psychiatric or emotional 
problems, problems with substance use, school related or legal problems. It also has been found to 
distinguish between people in a distressed and a non-distressed relationship (Skinner et al., 2000). 
There are, then, a variety of approaches to assessing a family system which would include 
indicators, and sometimes direct measures, of happiness at one or more points in the system. They 
also indicate some of the processes between people in the system which are to do with systemic 
unhappiness (e.g. inflexibility, poor communication).
Transfer o f (Un)Happiness Within the Family System
Systemic unhappiness, unless something (therapy, luck, or romance, for example) 
happens to change it, must transfer across generations to remain in the system. It may be 
transferred by family culture, the meanings that one learns in the family, which act as a “lens” and 
a “blueprint” (McCracken, 1986) for viewing and constructing one’s experience (e.g. the world is 
a bad place, people let you down). Alternatively, it may be transferred more directly, unhappiness 
expressed in violence or neglect, for example, leading to more unhappiness, “child abuse and 
neglect have devastating effects on the psychological development of children” (Carr, 2000a).
This cross-generational transfer starts very early. By 7 months, the infants of mothers 
with a positive (happy) personality have been found to respond differently to happy and unhappy 
faces than their counterparts with less positive mothers (de Haan, Belsky, Reid, Volein &
Johnson, 2004). This suggests that happiness (degrees of, or sensitivity to) is transmitted through 
the system from an early age (as theorists have long asserted; e.g. Bowlby, 1953).
Unhappiness may be transferred through the system in many modes, so illness can cause 
anxiety, and the emotions that characterise family interactions can also have somatic effects. A 
conflict ridden intact home is as harmful to child adjustment as parental separation (Greenberg & 
Nay, 1982). Parental criticism, poor parent-child communication and family discord have all been 
found to be associated with depression in children and adolescents (Carr, 2000a), and chaotic or 
“antagonistic, mutually frustrating family interactions” (Martin, 1997, cited in Frude 1991, p. 11), 
as well as parental anxiety, have been implicated in the development of asthma in children (Carr, 
2000a). Conversely, husbands with a particularly loving relationship with their wives have been 
found to have relatively low risks of developing angina, happiness, therefore, leading to health 
(Frude, 1991).
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Social factors, or elements of the larger system, such as inadequate housing and poverty 
have been found to have links with such problems as school truancy (De’Ath, 1988). Oppositional 
behaviour (in children) and pervasive conduct problems (which also predict later problems) “tend 
to develop gradually within the context of coercive patterns of parent-child interaction and a lack 
of mutual parental support” (Carr, 2000a, pp.32-33). There is some evidence that family (multi- 
systemic) therapy works better than other interventions for emotional and behavioural problems in 
children, or foster care if that fails (Carr, 2000a). Not only is there evidence here (albeit 
sometimes indirect) of some form of unhappiness through the system, but findings that systemic 
interventions are effective, suggest that the problem is systemic rather than just a feature of an 
individual within the system. If the functioning of the system does not change, then changing the 
whole system and putting the child or adolescent in foster care, is a last resort.
Implications fo r  Attachment
Among the (un)happinesses transferred across generations within the family, is 
attachment style. “Children who are bom into adverse environments within which they experience 
less than adequate parenting are highly likely to develop insecure patterns of attaching to carers.
... [Tjhis can result in ambivalent patterns of relating” (Golding, 2004, p.23) to others. We learn 
our basic “working models” (McCarthy & Taylor, 1999, p.466) of how relationships function 
within the context of the family. So systemic family theorists observe “patterns of behaviour, 
patterns over time, and the mles for behaviour and beliefs that might be said to underpin those 
patterns” (Vetere & Dallos, 2003, p. 15) repeating across generations; and styles of attachment 
may also be reproduced across generations as part of the pattern (Main, Kaplan & Cassidy, 1985). 
The cross-generational transfer is not inevitable, though. Attachment style may be actively 
reversed (by someone who wants to avoid their parents’ perceived mistakes, Vetere & Dallos, 
2003). It can also be modified by later relationships (Akister & Reibstein, 2004), and is to some 
extent amenable to therapeutic interventions (Byng-Hall, 2000).
The initial focus of attachment research and theory was on the dyadic (usually) 
mother/child relationship (Bowlby, 1953). The conceptualisation of romantic relationships as also 
being attachment relationships (Hazan & Shaver, 1987) extended the field of attachment theorists 
to other dyadic relationships, in particular the intimate relationships between couples (Mikulincer, 
Florian, Cowan & Cowan, 2002). When a couple have a child and attachment starts to develop, 
two attachments (a/b, b/a) become six (a/b, b/a, a/c, c/a, b/c, c/b), so the family can be viewed as 
an attachment system (Akister & Reibstein, 2004).
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Partners bring an attachment style learned in the family of origin to a new romantic 
relationship. Partners exert mutual influence on each other so their styles may be modified within 
the relationship (or not, Mikulincer et al., 2002). They will apply their styles of relating to their 
child whose own attachment style will develop in that context. Insecure attachment, then, the 
knowledge that one is not worthy of love and that adults and partners will not be reliably 
available, influences how one enters into a relationship. Insecure attachment increases the 
likelihood of experiencing hostility and depression in a relationship, and of ineffective care- 
giving, producing insecure attachment in the recipient of care (Akister & Reibstein, 2004).
Attachment style appears to be a product of, or a central part of, the meanings that we 
give to ourselves, the world, other people and relationships. It has affective and behavioural as 
well as cognitive components. It colours all our close relationships and, although it is subject to 
modification, it is our blueprint for relating to others, our default mode of addressing intimacy. 
Close relationships are the most important influence on whether or not we are happy (Frude, 
1991); harmony and warmth are what make us remember our childhood as happy (Rosenman and 
Rodgers, 2004); an unhappy childhood with insecure relationships predicts an unhappy adulthood 
with insecure relationships (Mikulincer et al., 2002). (It is not a guarantee, though. Unhappy 
insecurity predicts unhappy insecurity but it does not explain all the variance.)
Conclusion
An integration of systems theory and attachment theory is desirable as the centrality of 
attachment style to our social functioning within a family context is clearly evident. Attachment is 
also relevant to individual happiness and styles of interacting; it is relevant, therefore, to systemic 
familial happiness. One might suggest, then, that all happy families are alike in that there are 
secure attachment relationships within them; or that all unhappy families are alike because their 
relationships are insecure. Alternatively one might say that all families are unique and that if a 
family system has unhappiness in it, it may be manifest in many ways, emotional, behavioural, an 
eating disorder, asthma, increased risk of heart disease, substance abuse, violence and neglect, 
rigid enmeshment, cool disengagement, etc. The specifics of happiness are equally varied and 
depend on values, expectations, other people and our relationships with them, as well as other 
circumstances. “There is no ‘blueprint’ for the perfect family” (De’Ath, 1988, p.314), but our 
early attachment acts as a blueprint for all later attachment relationships and provides a medium 
whereby imperfect family patterns of attachment are reproduced.
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The following essay will consider the main theoretical and therapeutic approaches to bereavement 
with particular reference to older adults and to cultural diversity. I will use the term grief to refer 
to a subjective cognitive-affective experience which often accompanies bereavement, and the 
term mourning to refer to behaviour which accompanies it, “the public face of grief’ (Parkes, 
1993, p.92). Except with reference to theories that explicitly use the term, I will not refer to 
recovery from bereavement: “the term recovery is inappropriate, as they [the bereaved] will never 
be the same again” (Payne, Horn & Relf, 1999, p72). Instead, I will use the terms adjustment or 
adaptation to bereavement, with the implication that there are many ways to adapt, whereas 
“recovery” is conventionally seen as following a single prescribed path.
Stage models and Grief Work
It is a common social representation (Moscovici, 1988) that people pass through stages of 
grief. It is clear that grief has many aspects and varies over time, so it is plausible that there is a 
discernible order to the process, and that this might be perceived as divisible into phases or stages. 
After Freud’s (1917) discussion of grief and depression, this is sometimes referred to as the “grief 
work” approach (Payne et al., 1999); the idea is that people need to “work through” their grief 
and, ideally, progress to a happier (normal) state. (This is the implication in the term recovery). 
Similarly, some people “adjust” better than others, so the idea of more or less successful 
bereavement also has common currency, the latter being referred to as complicated, pathological, 
atypical, abnormal, neurotic or unresolved (Averill & Nunley, 1993).
Complicated grief was recognised by the DSMIV (APA, 1994) as a distinct psychiatric 
syndrome characterised by guilt, preoccupation with death, with worthlessness, prolonged 
functional impairment and hallucinatory experiences. Rosenzweig, Prigerson, Miller and 
Reynolds (1997) report research suggesting that some symptoms of complicated grief (searching, 
yearning and preoccupation with the deceased, which Rosenzweig and colleagues describe as 
“grief-specific and maladaptive”, p.423) can be distinguished from (normal or uncomplicated) 
depression following bereavement. Others would argue there are risks in pathologising behaviour 
which is highly variable: people may be treated as “sick” when they are not (Schuchter & Zisook, 
1993). Others would say it is as i f  they are sick and that this is a useful way of looking at it (but 
not always and not in all contexts, Averill & Nunley, 1993).
Having observed, in children, separation anxiety characterised by three phases (protest, 
despair and detachment), Bowlby (e.g. Bowlby & Parkes, 1970, cited in Parkes, 1996), within the 
context of attachment theory (Bowlby, 1980) proposed four (originally three) phases of grief and 
mourning, which he conceived of as a manifestation of separation anxiety. The phases are not
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regarded as discrete and people may oscillate between them. Even so, the process of surviving 
bereavement was seen to involve a progression over time through phases of numbness, yearning, 
despair and recovery (Averill & Nunley, 1993; Payne et al., 1999). The difficulty of adjusting and 
the intensity of grief are regarded as being influenced by the strength of the attachment and the 
attachment style of the bereaved person.
Other models offer slightly different sequences. Kubler-Ross (1969), for example, 
developed a five-stage model of recovery from loss in relation to the terminally ill. This has also 
been applied to other forms of loss, including bereavement, and involves phases of denial and 
isolation, anger, bargaining, depression, and acceptance. Worden (1991) has described the process 
in terms of a series of tasks involved in grief work, rather than as a series of stages that have to be 
passed through. These tasks are: to accept the reality of the loss; to work through the pain of grief; 
to adjust to the environment without the deceased; to emotionally relocate the deceased and move 
on with life (Payne et al., 1999).
Bereavement as Stress
An alternative to the grief work approach to bereavement is a “deficit model” (e.g. 
Wortman et al., 1993) which regards bereavement as a stressful life event and failure to cope 
reflects deficits in coping resources relative to the demands that are being made of them. This 
derives from other work on stress (e.g. Lazarus & Folkman, 1984) which highlights personal 
resources such as hardiness (McCrae & Costa, 1993) and self-efficacy (Scheier & Carver, 1985) 
as well as social support (e.g. Greenglass, 1993). There is some support for the attachment-based 
(grief work) approaches over stress theory as a model of mourning, to the extent that social 
support can ameliorate some of the effects of bereavement but not the sense of emotional 
loneliness (Stroebe, Stroebe, Abakoumkin & Schut, 1996).
Parkes (e.g. Parkes, 1996), as well as collaborating with Bowlby on his stage model, has 
developed the idea of bereavement as a form of social adjustment; one’s assumptive world is 
challenged by loss and bereavement: “It is the pain of change and the challenge of re-adjusting 
one’s taken-for-granted ways of living which lie at the heart of the disruption and distress caused 
by bereavement” (Payne et al., 1999, p.67). Parkes (1993) suggests three defining characteristics 
for psychosocial transitions: 1. that the person must make major revisions to their assumptions 
about the world; 2. that the implications are lasting rather than temporary; and 3. that it takes 
place over a relatively short time-frame so the person has little chance to prepare.
It seems clear that the loss of bereavement can involve both the loss of a specific 
relationship and attachment figure which is not replaced by the other relationships comprising
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“social support”. It can also be a significant life-changing event which can be characterised as a 
stressful social transition. In this latter context, there are parallels with another research literature 
focussing on a form of social transition, the literature on acculturation. The distress which used to 
be referred to as “culture shock” also involves challenges to one’s assumptive world and requires 
one to change one’s taken for granted ways of living (Ward, Bochner & Fumham, 2001) the 
length of sojourn is a major variable, and preparation is often limited, so migration can fulfil 
Parkes’ criteria for a psycho-social transition.
In the case of both bereavement and acculturative stress, there may be significant 
emotional pain, somatic disturbances and a revision of one’s network of meanings; the meaning 
of almost anything may become suddenly different, and distressingly so. Of course, cultural 
transition may not involve all these consequences, but the same applies to bereavement (Stroebe 
& Stroebe, 1993; Wortman, Silver & Kessler, 1993). Fiy (1998) found evidence of personal 
growth among a sample of older adults whose spouses had died. Some reported experiencing 
benefits in terms of “personal meanings, self-discovery, and social autonomy” (p. 1081). Again the 
comparison with acculturative processes seems appropriate (Berry & Sam, 1997).
Just as emotional and social isolation been distinguished in the bereavement literature 
(Weiss, 1993), so have cognitive-affective and socio-behavioural adjustment been distinguished 
in the acculturation literature (Berry & Sam, 1997). Contemporary acculturation models predict 
outcomes such as social contact and psycho-physical well-being from factors such as social 
support and personal hardiness and adaptability (Berry & Sam, 1997; Safdar, Lay & Struthers, 
2003). Similarly Payne et al. (1999) highlight social support as a key variable in adjustment to 
bereavement among all age groups, and with particular reference to the older bereaved, Lund, 
Caserta and Dimond (1993) identify internal coping resources, self-esteem and competencies at 
life-tasks as important outcome predictors among older bereaved people.
One lesson that might be taken from this acculturation literature, is that social support 
both from the new and the original cultural contexts is desirable (Ward et al., 2001). People need 
to be helped both to move on, and to maintain their links with the past. This may also be the case 
for “successful” grieving, a suggestion which accords with Marris’ (1986, cited in Payne et al., 
1999) view that people are motivated both to recover what has been lost and to escape from 
distressing reminders. Grief is the expression of this motivational conflict and is resolved not by 
ceasing to care for the deceased but by “abstracting what was fundamentally important in the 
relationship” (Payne et al., 1999, p.69) and re-assimilating it within one’s changed life. This 
differs from previous approaches in that it does not include the assumption that healthy.
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unproblematic or successful bereavement involves somehow letting go of the deceased, or leaving 
them behind, a notion evident in the stage or grief work approaches since Freud (1917). Worden 
(1991) speaks of re-positioning rather than abandoning the deceased so that the bereaved may 
experience some sense of a continuing relationship.
If the notion of a continuing relationship with the deceased is dissonant to the reader, this 
could reflect culturally derived assumptions about the nature and finality of death. Only if there is 
no spirit, if the moment of death can be clearly delineated at a single point in time, and if time is 
linear, can one regard a continuing relationship with the deceased as implausible. These are 
contemporary secular assumptions which are not shared in many cultural contexts (Walter, 1997) 
although they may be part of the culture of professional psychologists (scientist practitioners that 
we are). Spirits are a reality and constitute part of the social environment in most cultures (Parkes, 
Laungani & Young, 1997) and, in many, death is spread over time: “rituals occurring at the time 
of what Westerners might call physical death may last for days, weeks, months or years” 
(Rosenblatt, 1997, p.32). In many contexts (e.g. Hindu and Buddhist), time is not linear but 
cyclical (Smith & Bond, 1998); the dead, then, are not non-existent, but are moving into a new 
phase, or cycle, of existence. Such ideas make the continuing relationship with the deceased not 
pathological, but essential (for both parties).
Even in secular contexts (Walter, 1997), people may maintain a relationship with the 
deceased by, for example, internalising their values and invoking their opinion at times, or 
continuing their work, as well as (particularly soon after death) by sensing the their presence 
(Schuchter & Zisook, 1993). “Rather than letting go, bereaved people negotiate and renegotiate 
the meaning of the loss, constructing new connections wit the deceased” (Payne et al., 1999, 
p.81). Marris (1986) and Klass et al. (1996, both cited in Payne et al., 1999) have also suggested 
that people may never terminate their relationship with the deceased, and that this may not be as 
problematic as grief-work approaches assume.
This highlights the significance of mourning, the public display of grief, or the 
appropriate behaviour for bereaved people (Parkes et al., 1997), and this is particularly important 
early on in the grief process (Parkes, 1997). Many mourning rituals are for the benefit of the dead 
who are making a transition into a new phase of existence. The emphasis of contemporary ritual 
specialists such as psychologists and psycho-therapists is that their focus and rituals are for the 
benefit of the bereaved who are seen as entering into a new phase of life (Parkes, 1997). However 
if the mourning is culturally inappropriate it causes distress to the mourner as well as problematic 
transitions for the deceased (Laungani & Young, 1997). “Not engaging in rituals or having them
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shortened or undermined can leave people at sea about how the death occurred, who or what the 
deceased is, how to relate to others, how to think of self and much more (Rosenblatt, 1997, p.33).
Laungani (1997) describes the compromises made by Hindu’s in the U.K. to what are 
regarded as necessary rituals, both for the deceased and for the mourners. Some of these might be 
addressed relatively simply; Laungani suggests that a supply of Ganges water (available, bottled, 
in the UK) kept by a hospital, would enable the important ritual of sprinkling Ganges water on the 
lips of the dying. “What a thoughtful gesture that would be, provoking enormous feelings of 
gratitude among the Asian community living in Britain” (p.68).
Criticisms o f the Stages/Grief Work Approach
It is increasingly being argued that the stage models and grief-work approaches are too 
simplistic. For example, Payne and colleagues (1999) highlight Bowlby’s failure to distinguish 
between grief-work and rumination (the former is supposed to be helpful, the latter is not). Much 
of the earlier research disproportionately includes the younger bereaved. Parkes and Brown (1972, 
cited in Payne et al., 1999), for example, studied the experiences of 68 widows and widowers, all 
under 45 years. Kubler-Ross’ model has also been criticised for over-simplicity, and for being 
based on the experiences of the relatively young, and of those who die in hospital (rather than 
those who are bereaved). Schuchter and Zisook (1993) argue that stage models are too crude to 
capture the diversity of the course of adjustment to bereavement: “grief is such an individualized 
process -  one that varies from person to person and moment to moment and encompasses 
simultaneously so many facets of the bereaved’s being -  that attempts to ... demarcate its 
boundaries ... are bound to fail” (p.23).
An additional problem with stage models is that they may become prescriptive in clinical 
practice. There is a risk that “diversity may be denied and hasty judgements made about whether 
grief is ‘normal’ or ‘abnormal’” (Payne et al., 1999, p.78). Recent theoretical approaches focus on 
the multi-dimensionality of the process of grief rather than on the phases through which the 
grieving person should pass. Schuchter and Zisook (1993), although they still acknowledge three 
broad phases (shock and denial, intense yearning as the loss is acknowledged, and restitution), 
emphasize six dimensions of the process of grieving: emotional and cognitive responses; coping 
with emotional pain; the continuing relationship with the dead person; changes in functioning; 
changes in relationships; and changes in identity. Nevertheless, the notion of stages, or phases, is 
resilient (e.g. Malkinson & Bar-Tur, 2004-5; Steeves, 2002), and even critical authors (Payne et 
al., 1999; Schuchter & Zisook, 1993) acknowledge their utility, whilst cautioning against their 
reification.
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Older Adults and Bereavement
Although some of Parkes’ early research, which was also influential on Bowlby’s 
thinking (Payne et al., 1999), had an emphasis on younger widows, there is more recent research 
on older bereaved people. In terms of mortality (a blunt but intuitively valid outcome measure), 
the widowed are worse off then the married or single, but better off than the divorced. This is a 
robust finding across time and place, and across research designs (cross-sectional and 
longitudinal). The differences between groups, i.e. the excess in mortality among the widowed, is 
more marked among younger than older people, though (Stroebe & Stroebe, 1993). The old 
appear more resilient in this regard, but this should not suggest that they are not affected 
negatively: With a sample of 85 years or over, Vinkers and colleagues (Vinkers et al., 2004) 
found a significant increase in depressive symptoms at an average follow-up of 3.2 years. It may 
be that different aspects of the process are more difficult for them, the acquisition of new life- 
skills, for example (Lund et al., 1993). Some research shows a decline in morale and personal 
disturbance among older (mean 73 years) widows over a four year period as compared to never or 
still married comparison groups (Bennett & Morgan, 1992). Older widowers appear particularly 
prone to anxiety (Byrne & Raphael, 1997)
One form of bereavement which is more likely to be experienced by older than younger 
people, is the death of a child. Some of this research supports the view expressed by Marris (1986, 
cited in Payne et al., 1999) and by Schuchter and Zisook (1993) that, for some, grief never ends. 
According to Malkinson and Bar-Tur (2004-5), “parents assert that their grief continues 
throughout their lives, often saying Tt gets different, it doesn’t get better.’ Words such as 
‘closure’ can be deeply offensive.” (p. 105). The average age of respondents in this study was 75 
years. Steeves’ (2002) respondents (mean age 70 years) also spoke of grief lasting throughout the 
life span, and of becoming more familiar with grief as they age, and as more of their 
contemporaries die. Both Malkinson and Bar-Tur (2004-5) and Steeves (2002) speak of a phase of 
grief specific to older adults, sorrow in old age, which may be ambivalent, some people wishing 
they’d grieved less and paid more attention to living relatives (Malkinson & Bar-Tur, 2004-5). 
Therapy or Help
To speak of therapy suggests a médicalisation of grief. This may or may not be desirable, 
but it happens, and the idea of inappropriate grief as a kind of sickness is not culture-specific 
(Rosenblatt, 1997). The models of therapy that might be offered would include counselling, 
psycho-dynamic and cognitive-behavioural approaches (Parkes, 1997; Raphael, Middleton, 
Martinek & Misso, 1993), but should not be offered as a matter of routine. Many people are
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helped significantly by counselling, not necessarily by trained professionals (and, indeed, not 
employing professionals is a way of avoiding the pathologisation of grief) within the first few 
months after bereavement. This would be regarded as part of, or a substitute for, social support 
networks (Parkes, 1996).
Parkes (1996) discusses the variety of helpers (professional and otherwise) who may be 
available and the varieties of help they may offer. Psychological theories can provide a 
framework for this work whether or not the helpers are psychologists. An awareness of the 
different phases through which a person may pass, or between which they may oscillate, may 
avoid too clumsy an intervention, for example, encouraging people to weep and start their “grief 
work” when they are still in an earlier phase of numb disbelief. Ellman (1994, cited in Payne et al. 
1999) describes how she was offered six session by a counsellor: two for denial, two for guilt and 
two for anger. She concluded that the counsellor wanted her grief to be “packaged and frozen” 
(p.78). It may also be the case that the model is more useful to the professional helper, or 
therapist, than to the bereaved, enabling her/him to have a sense of knowing where they (bereaved 
and therapist) are in the process, and enabling them not to be overwhelmed by expressions of 
distress or a lack of them.
When working with clients from different cultural backgrounds, Parkes (1997) points out 
that there are both advantages and disadvantages to using interpreters or other “cultural experts”, 
whether their expertise is specific to a particular cultural context, or whether they are (enquiring, 
open) “generalists”. He also suggests that over-sensitivity should not paralyze any therapeutic 
effort: “a smile or a touch of the hand will usually be recognized and responded to as a sign that 
we care and may have a profound effect on someone who is isolated and afraid.” (p.208). Of 
course, a smile may seem highly inappropriate and touching may be taboo, as in the 
organizational culture in which we are being trained. There are also cultures where talking is not 
seen as the cure-all that it is in Euro-American cultures (Rosenblatt, 1997).
When and how it is appropriate to express grief is subject to substantial cultural as well as 
individual variation, and this can lead to misunderstandings and further distress. Laungani (1997) 
describes how an experienced or even professional mourner elicits tears from close family at the 
appropriate point in an example of Hindu funeral proceedings. Some aspects of a Jewish funeral, 
where little emotion is expressed, and mourners engage in small talk, appear designed to distract 
mourners from grief and delay its expression (Levine, 1997). From a Hindu perspective, “it 
appears that crematoria in Britain are designed to conceal funerals, rather than to express them.
.... To see the coffin ... slide off on an electronically operated carousel and drop into a concealed
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hole can be an unnerving and even grotesque experience. ... There is no smoke to sting their eyes, 
nor the fire to singe their hair, nor the smell of burning flesh to bring the poignant immediacy and 
reality of the experience to their consciousness (Laungani, 1997, pp69-70). The extent to which 
emotion is expressed publicly is an important cultural variable. Laungani perceives the setting of 
a Christian funeral as being “designed as though to keep crying to a minimum. ... To burst into 
uncontrollable sobs is often considered hysterical, undignified and even rather vulgar” (p.70), she 
points out that this is not the Hindu, or Indian, or even Asian way.
What specific emotions are expressed is also subject to cultural variability. Anger, for 
example, is more acceptable within grief among some societies; an Egyptian mother “locked for 
seven years in a deep depression” (Rosenblatt, 1997, p.41) is not behaving pathologically, neither 
is a bereaved Balinese “who seemingly laughs off a death” (ibid), according to the norms of their 
respective societies. The relatively demonstrative emotional expression of Southern Europeans 
may appear pathological to Northern Europeans (and vice versa) (Parkes, 1997).
Emotional and Social context
Something common to many cultures is the notion of “good” and “bad” death, but what is 
good and bad is subject to considerable variability as well as commonalities. Collectivist societies 
(i.e. most of them. Smith & Bond, 1998) tend to place greater emphasis on social status (one’s 
place within the collectivity) which gives different deaths different meanings, something that may 
be overlooked by outsiders, but which call for different rituals and different emotions. It may be 
significant whether the death is a drowning, a child, a woman in childbirth, far from home, of a 
man or woman, etc (Rosenblatt, 1997).
In many cultural contexts, younger deaths and suicides are regarded as particularly 
inauspicious. This may be why older widowed people appear more resilient than younger ones in 
some respects: the inappropriateness of the latter’s new status is greater and requires a greater 
social transition, i.e. a greater revision of their understanding of the world and their identity. If 
older adults are able to master functional competencies, they appear better able to handle the 
emotional distress (subject, of course, to substantial individual variation, Lund et al., 1993). Bad 
deaths are not only bad to the bereaved, but also to others in their social milieu, so suicide 
survivors, who are facing a particularly painful bereavement, are often avoided, somewhat 
stigmatised and in receipt of less help than is offered to other bereaved people. However, suicide 
survivors are at greater risk of depression and anxiety disorders than other bereaved people 
(Gallagher-Thompson, Futterman, Farberow, Thompson & Peterson, 1993).
Culture and diversity
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It is worth noting that the distress associated with bereavement is pan-cultural. “Across 
the diversity of human cultures, there are striking similarities in grieving ..., most people seem to 
grieve the loss of someone close ... In virtually all cultures, many people will feel that a person 
who has died continues in some way beyond the death” (Rosenblatt, 1993, p. 102). It is also the 
case that compassion and sympathy can be expressed across cultural divides (Parkes, 1997).
However, so many aspects of bereavement, or example, what to feel, when, who should 
feel it, how, when and to whom it should be expressed, what should be done for the deceased and 
for the mourners, are subject to considerable cultural variation, and this includes cross- 
generational differences; Parkes (1996) comments on changing mourning customs in the U.K.
Even what is perceived as a good outcome will vary. Remarriage, although a crude 
measure (Payne et al., 1999) is taken as a sign of successful adjustment. This is not a possibility 
that would be available, or desirable in some contexts. A widow committing suicide in Kashi 
might be regarded as a good outcome by some (Parry, 1981). Yearning for a deceased person 
beyond six months can be regarded as maladaptive in a psychiatric context (Rosenzweig et al., 
1997), but this is, clearly, a culture-specific judgement (Rosenblatt, 1997).
Discussion
Overall, most people adapt to bereavement to the extent that psychometric measures 
indicate no enduring effect in older men and women, and little in younger women (McCrae & 
Costa, 1993). Also, there is evidence that bereavement counselling is, for many people, effective 
(helpful) (Raphael et al., 1993), although critics would say that the aim of bereavement 
counselling is often unclear, so it’s success can not easily be measured (Parkes, 1996). There are 
some groups, such as suicide survivors, who may be a particularly appropriate group for 
professional assistance as they are less likely to receive it from others.
It is clear that, too, that older bereaved people have a different experience of bereavement 
than younger ones, including a phase of unending sorrow in some cases, despite apparently 
adjusted social functioning (Malkinson & Bar-Tur, 2004-5, Steeves, 2002). They may be more 
prone to social isolation if their social support networks are not intact (Steeves, 2002). Elderly 
women may remain distressed emotionally, and have difficulty adjusting to their single status 
whilst adapting in social-behavioural terms (Bennett and Morgan, 1992), learning new social 
competencies is an important variable for male and female elderly bereaved (Lund et al., 1993) 
and there are associations with depression and anxiety (Bennett and Morgan, 1992, Byrne & 
Raphael, 1997)
66
Older Adults Essay
There is little acknowledgement in the stage theories of specific factors relevant to older 
people, who may “fail” to move through the required sequence. A more process oriented approach 
is a specific attempt to take social and emotional context into account, and the diversity of 
people’s responses to bereavement, as is Parkes’ (e.g. 1996) discussion of bereavement as a social 
transition. How much contextual awareness is accomplished in practice is variable and is 
dependent, in part, on the sensitivity, (interpersonal and cultural) of the helper or therapist.
Not only do psychological theories and therapies have (hopefully) something to offer, but Parkes 
(1997) and Rosenblatt (1997) both point out that professional helpers can learn from other cultural 
viewpoints if we “set aside our own basic assumptions and listen to the ‘poetry’ of other cultures 
and religions” (Parkes, 1997, p.235). Post-modern currents in society highlight that acculturation 
is a two-way process in which members of dominant or host cultures adopt elements of 
subordinate or migrant cultures (the adoption of curry by the British is a good, if trivial, example). 
A close friend of mine died at home of leukaemia; his wife and I nursed him to the end, supported 
by visits from MacMillan nurses. Within a few hours of his death, when he was nearly too weak 
to sit up, he insisted suddenly on trying to get downstairs and go outside; “I’ve got to go” was his 
urgent demand. His wife and I tried to dissuade him, and then to support him as he would not be 
deterred and tried to make it down the stairs. It felt like working on an acute psychiatric ward with 
a particularly and painfully deluded patient. The nurses had prepared his wife for blood and 
faeces, but not for this apparent madness. Then he suddenly became “himself’ again and let us 
help him back to bed -  this weird delirium was over. Months later, his wife told me she had 
subsequently been helped by reading the Tibetan Book of Living and Dying (Rinpoche, 1992), 
which informed her that all spirits attempt to do this, as if the spirit knows when it has to leave the 
body. This made a very distressing episode meaningful to her and enabled the continuing of her 
relationship with her late husband. She dreamed of him meeting the Dalai Lama. She went herself 
and did meet the Dalai Lama before she went to Bali where they had planned to go together. This 
seems to exemplify what Parkes means by saying that we (professionals) can learn from clients 
from other cultures. The lack of ontological understanding provided by contemporary secular 
approaches to death and bereavement leaves many emotional gaps which may be filled by other 
forms of knowledge that place more emphasis on the “spirit”, both of the deceased and the
bereaved.
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Adult Mental Health Placement Summary
Supervisor: Renée Harvey 
Summary o f Clinical Experience
A CMHT based at Horsham Hospital. Seven patients assessed of which six were offered therapy 
and seen individually. Presenting problems included depression, agoraphobia, anxiety, binge 
eating, panic, sexual identity issues, OCD & relationship difficulties. Measures used included 
BAI, BDIII, Fear Scale and individualised scales. In addition,, one WMS III, one NARTII and 
three WAIS III assessments were conducted, one formulation was developed of a patient with 
severe and enduring mental health problems. The main model was CBT, I had the opportunity to 
observe therapists working with systemic and psychodynamic models and had an introduction to 
other models (e.g. CAT) in supervision.
Additional Training Experiences
Presentation given to team psychologists on Culture, with reference to mental health and 
organisations.
Chichester Trust Training Day: Working with people with severe & enduring mental illness.
Fortnightly Trainee Group (led by different psychologist from department each week: 
assessment, risk & CPA, working with in-patients, formulation, CBT: depression & anxiety, 
personality disorders & self-harm, eating disorders, trauma & working with interpreters, sexual 
abuse
Attended allocation meeting, Primary Care group meetings. Dept business meetings. Ward 
rounds
Shadow on call psychologist for a day 
Home Treatment Team: introductory talk
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Adult Mental Health Case Report Summary
Assessment and cognitive behavioural treatment for a 32 year old woman referred with a
diagnosis of agoraphobia
Referral & Presenting problem
‘Ella’ was a 32 year old white, English-speaking woman, referred by her psychiatrist 
with a diagnosis of agoraphobia. She had recently completed an anxiety management course, 
resulting in “a subjective improvement in her anxiety”. However, her “main problems” were still 
evident and she was described as “almost house-bound”. According to the referral letter, Ella was 
“unable to leave the house unaccompanied”, had “a fear of crowds of people, open spaces and 
public spaces”. She found it “difficult to travel in a car”, describing herself as “trapped”. She was 
reported as always having been an anxious, sensitive person, attributed to a 3 year period in her 
childhood of sexual abuse by her paternal grand-father.
Initial assessment
Ella attended the psychology department for assessment and treatment sessions. A friend 
brought her to the first session, and some subsequent ones. After three assessment sessions, eight 
treatment sessions were offered, with the option of re-considering after the first four. As well as 
face to face interviews and recordings of them, the referral letter provided information relevant to 
the initial assessment. An assessment questionnaire was posted with the appointment letter and 
returned at the first session. A Clinical Outcomes in Routine Evaluation (CORE) form was also 
completed at the first session. Baseline scores for the BDI II and the BAI were 30 and 36 
respectively
Background history
Ella’s parents separated when she was three. At first she lived with her father who abused 
her physically. She was sexually abused by paternal grandfather until she returned to her mother 
after a three year period. Ella had few female friends. She had one male friend from her last job as 
a taxi driver. Ella had experienced a physically abusive relationship between the ages of 18 and 
21. She met her husband six years before we met, they had split up six months before her first 
appointment. Ella described them as still loving each other, but unable to live together. She 
blamed herself. Ella had attended a group for survivors of sexual abuse when she was 19 because
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she had been having panic attacks. She perceived no link between this and her current condition. 
She said that her current difficulties had started three years previously, following a bout of gastro­
enteritis while on holiday with her husband in America.
Formulation
Ella initially believed she had phobias of space, being trapped, cars, crowds, hospitals, 
dentists, flying, illness, shops and anything to do with hospitals. Her abusive childhood and 
separation from her mother provide vulnerability factors, with her illness in America, a recent 
trigger. Her mother still provided her main support but maintained her anxieties by helping her 
avoid anxiety-provoking situations in which she felt she was likely to panic or faint, and she 
misinterpreted physiological signs as evidence.
Intervention
As the main evidence-based approach for agoraphobia is CBT, an intervention 
was planned to include re-framing, psycho-education, and the normalisation of Ella’s 
experiences; graded exposure and behavioural experiments; and the introduction of 
cognitive strategies such as distraction, self-talk, and challenging assumptions. Treatment 
was carried out over eight sessions and included developing graded hierarchies enabling 
her to construct behavioural experiments.
Measures
Ella’s BAI score fell from a baseline of 36, to 33 (4* session), then 30 (7* session). Her 
BDIII score initially rose from 30 to 31, then declined to 13 (‘severe’ to ‘minimal’ levels of 
depression). Over the course of treatment, there was a one point decline on two items from the 
Fear Questionnaire, and no change on three items. Ella’s Individual Graded Hierarchy Scale was 
rated at three points during the treatment sessions. Over 30 items, there was a mean decline of 
9.3% in self-rated anxiety. Over 19 driving-related items, there was a small mean increase in 
anxiety: 0.26%. Over 5 shop-related items there was a mean decline of 18%, and over 7 hospital- 
related items, a mean decline of 32.5%. Such progress as she made was prone to fluctuations 
according to how she was getting on with her (ex-) partner, she was more anxious when they were 
together. There seemed a likelihood of relapse although attempts were made to prevent this
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including a detailed therapeutic letter reminding her of what we had attempted, what her points of 
progress had been and what coping strategies we had attempted to put in place.
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People with Learning Disabilities Placement Summary 
Supervisors: Rowena Rossiter & Zillah Webb 
Summary o f Clinical Experience
Based at Kingsfield Centre Redhill (Children) & April Cottage, Charlwood, a residential unit for 
adults .Assessments and /or interventions with seven clients ranging from 8 to 61 years. Presenting 
difficulties included encopresis, ADHD, autistic spectrum disorder, challenging behaviour, 
sexually inappropriate behaviour, severe and enduring mental health problems. Assessments 
included WISC III., Leiter, Neale Analysis of Reading Ability, Emotion Cards as well as 
interviews and observation. One intervention was indirect, offering guidelines on care of a patient 
after a behavioural analysis involving staff record keeping. Models used were behavioural, 
cognitive-behavioural & Bio-psychosocial.
Additional Training Experiences
Groupwork, jointly with another trainee (Tarick Ali): T am special’ Group, four boys (all 14 yrs) 
on autistic spectrum.
Developed an organisational formulation for a specific perceived problem: sub-standard 
administration of HALO in respect of domestic skills at April Cottage (inc. meetings with care 
staff, OT)
Training (in supervision) on observational note taking
Attended Surrey Oaklands Psychology Dept, meeting. Special Support and Development 
meeting, Looked After Children Review (re. client transition from child to adult services). 
Client’s Annual School Review (with class teacher & mother)
Presentations on Care Management Function within Community Learning Disability Teams, CBT for depression, Presentation & 
workshop on CBTfor PLD (Surrey Oaklands PLD Special interest group). Presentation from Community Nurse on role o f  Community 
Nurse
Additional visits: Ellen Terry Day Centre
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People with Learning Disabilities Case Report Summary
Extended assessment of a 12 year old boy with mild learning disabilities 
Referral and Presenting Problem
Dan was a, referred to a Community Team for People with a Learning Disability by the 
deputy head of the special education provision school that he attended. The referral was made 
during his third year at the school. His teachers were unclear about Dan’s educational and social 
needs in school, and how best to meet them. He was reported to have been “very timid” on arrival 
at the school, and he had made some progress. His school report referred to him as “meek and 
mild with adults”, but he was described by both the deputy head and his teacher as having some 
kind of ("sinister") influence over other children.
Background.
Dan lived with his mother and younger (but bigger) brother. Dan's father had been absent 
for some years. There may have been a history of domestic violence in the household. Dan’s 
mother was Affo-Caribbean. She had a history of mental health problems, including a relatively 
recent diagnosis of schizophrenia, which she did not accept. She was described as anxious, 
overprotective, providing an unhelpful role model, and as providing adequate practical care but 
little emotional support.
Initial formulation
Potential predisposing factors: A learning disability of unknown severity; possible 
developmental delay associated with inadequate diet; a home background providing little 
emotional support, and characterised by anxiety and possibly some violence in the past; the health 
risks of migrant status.
Possible precipitating factors: Hospitalisation (for malnourishment) and a move to a new 
area and school. A compulsive, if not psychotic, role model at home.
Some of his behaviour in class was perplexing to his teacher, although not overtly 
disruptive. There was also enigmatic controlling behaviour inferred from its apparent result, his 
status among the other children. Eating had been problematic at school, but was no longer, 
although he was reported to use (not) eating as a way of exerting control at home.
Action Plan
Dan's assessment was allocated to me partly on the basis of gender. It was felt that Dan 
might lack positive male role models and that engagement with a male might be beneficial. His
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behaviour was to be assessed within the school by observation, interview, reviews of reports and 
psychometric assessment.
Assessment
The assessment took place over 8 sessions. After the initial session only the two of 
us were present.
Psychometric Tests Administered
Leiter International Performance Scale, British Ability Scales (selected 
subscales); Wechsler Intelligence Scale for Children—Third Edition; Neale Analysis of 
Reading Ability-Revised.
Other Sources o f Information:
Interviews with Dan, his mother, class teacher and school deputy head; Annual review 
meeting; Observation notes taken at lunch break and in class; school reports.
Behaviour during testing
Initially, Dan's manner was guarded. He relaxed quite quickly, though, and subsequently 
he seemed happy on arrival. He engaged in informal conversation quite readily and, in general, 
applied himself to the tasks with some determination. Sometimes he appeared fidgety and a few 
minutes were left between tests to enable him to unwind.
Results
Dan's basal level on the Leiter Scale was 7 years, with an estimated mental age of 8 years 5 
months and an IQ calculated at 68. Although Dan had spatial awareness up to his basal level, he 
struggled with stimuli requiring the mental manipulation of three dimensional images.
British Ability Scales: Dan's processing speed was high but his spatial awareness was 
relatively poor. His memory appeared quite good, but could be influenced by in-attention. In other 
respects his level of functioning is around the 15th centile or below. Dan obtained an IQ estimate 
of 79. The discrepancy between the two IQ estimates led to a decision to administer the WISC-III. 
On the Social Reasoning tasks, Dan showed some awareness of consequences, and a perception of 
good and bad, he identified with the story of a boy stealing for his mother.
WISC-III: Dan’s FSIQ was in the range 59-70 (T* centile, p = .05), his PIQ fell in the 
range 57 -  73 (1st centile). Within the verbal domain, his Freedom from Distractibility Index was 
in the range 76 -  94 (13* centile), and his Verbal Comprehension in the range 62 -  76 (1st 
centile). Atypically for a young person with a learning disability, he appeared to be stronger in
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aspects of the verbal than the non-verbal domain. Common sense, verbal reasoning, and social 
comprehension appeared to be relative strengths.
Interviews with Dan indicated an interest in fighting and predatorial animals. His 
perception of masculinity appeared to be very macho. Men fight; they do not run away; they are 
not interested in children. His stories made sense but were a little bizarre at times, he mumbled so 
it was difficult to hear him and he seemed inclined to take "what did you say?" as a challenge, so 
in order to avoid having said something wrong he would change his answer.
Overall, and including the school’s assessment of his social functioning, one might say he 
had a mild general learning disability, but he was fast at simple processing. He could do tasks that 
did not require complex operations and had a keen eye for immediate consequences, but lacked a 
broad perspective. His manner was bright and energetic sometimes and he could appear more able 
than he was. He seemed to lack confidence that he would get things right and tried to compensate 
by doing them fast and with perseverance. He tried to be quite independent, not asking for help 
from teachers or his Mum, claiming never to forget and never to get tired. I saw no evidence of 
him wielding “sinister” influence over other children.
Recommendations
The school was recommended to give clear, simple instructions to Dan, and to be sure he 
was attending and had understood; to be aware that, when unsure, he may persevere with doing 
something wrong rather than ask for help. The stimulation of non-violent interests was 
recommended, both in and out of school, and community befriending could also broaden his 
horizons as well as providing some support for his mother.
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Children & Families Placement Summary 
Supervisors: Liz Croft & Emma Hewson
West Sussex CAMHS based at Tunbridge Wells Homeopathic Hospital.
Summary o f Clinical Experience
Assessment and intervention with four young people, three face to face, one indirectly through 
parents. Two interview assessments jointly with clinical psychologists and two formal 
assessments, one with a focus on cultural issues. Tests used: Fear Survey, Spence Children’s 
Anxiety Scale, Projective tests (house/tree/person. Kinetic Family drawing), WISC III, WORD, 
Family Relations Test, C.A.T., Individualised anxiety scales. One family observation and family 
interview, and two observational assessments in schools were carried out. Eight families were 
seen as part of a family therapy team, with two families, as part of the reflecting team for the 
others. Presenting problems included school refusal, challenging behaviour including faecal 
smearing, anger & aggression, thunder phobia, anxiety, depression, chronic fatigue, ADHD & 
family difficulties. Models used were cognitive behavioural, systemic and psychodynamic (play 
therapy).
Additional Training Experiences
Presentation to school students (pre-A level) about studying psychology at university, 
psychology as a career
Workshop {Wi hours) jointly with Consultant Child Psychiatrist to community and school 
nurses on needle phobia and related anxieties.
Individual meetings with team members: (Systemic Psychotherapist, SHO (2), Service 
Manager, Consultant Child Psychiatrist/Psychoanalyst, Clinical Psychologist (2), 
Psychotherapist (2), Consultant Child Psychiatrist, Service Manager.
Visit to Hospital to observe emergency psychological assesessment (overdose)
Visit to residential unit.
Training in social constructionist consultation model used in dept. (e.g. Video: Whose Reality is 
it Anyway?).
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Children & Families Case Report Summary 
Assessment and cognitive behavioural treatment for an 8 year old boy with a phobia of thunder
Referral & Presenting Problem
Jerry was a white, English speaking, British, 8 year old boy, referred by his GP, with a 
diagnosis of thunder phobia to a local CAMHS. Jerry was described by his parents as having 
always been apprehensive about loud noises including fireworks. They identified three critical 
incidents in the development of his current difficulties: a loud overhead noise caused by a low 
flying aircraft at an air show, a peal of thunder overhead when he was returning home from school 
one day, and a rainstorm on the beach during a family holiday. Since then, Jerry had been very 
reluctant to go outdoors if it was cloudy.
Assessment
Assessment was carried out over three sessions, with Jerry and his parents, separately and 
together.
Sources o f information
Interviews with Jerry and his parents.
Spence Children’s Anxiety Scale (SCAS; Spence, 1998); Fear Survey Schedule for  
Children -  Revised (FSSC -  R; Ollendick, 1983); a background questionnaire sent with the 
appointment letter and the Strengths and Difficulties Questionnaire (both completed by his 
mother); personalised measures of his fears: visual analogue scales using a thermometer as a 
graphic metaphor.
Initial Scores
On the SDQ,. Jerry’s mother rated him “abnormal” only in the Emotional 
Problems domain. On the FSSC-R, he scored 64, one point above the mean for boys of 
his age. On the SCAS Jerry scored below the mean on all sub-scales except Panic Attacks 
and Agoraphobia. On his personalised visual analogue scales, Jerry rated Thunderstorms, 
Fireworks (Rockets), Earthquakes, Hurricanes and Roller Coasters as the most 
frightening. Most of these are natural events, sources of fear associated with Jerry’s age 
group
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Background history
Jerry lived with his parents and older sister. They appeared to be a close, supportive 
family. His maternal grandmother had died within the previous year and it had been a difficult 
time for his mother. His father was a small muscular man interested in sport and racing cars. He 
was a civil servant and part-time fireman.
Risk assessment
His parents said they had, on rare occasions, smacked Jerry. They appeared a little 
awkward telling me this, but not defensive. Discussion with my supervisor led to a decision that 
child protection issues were not raised here. Jerry did not appear to be at risk of suffering 
significant harm.
.Initial Formulation
Precursors. Anxiety was evident in Jerry’s family and there may be a genetic 
vulnerability to anxiety. Also, on both sides of Jerry’s family there is a culture which enables the 
formation of specific phobias such as his. His father, ,matemal uncle and paternal grandmother all 
had similar fears as children.
Triggers (& maintenance). Jerry’s anxieties crystallised into a specific fear of thunder, 
maintained by avoidance strategies such as wearing earplugs or headphones and hiding indoors. 
Attempts by the school to be supportive may also have contributed to the maintenance of Jerry’s 
anxieties.
"Why now? ” & negative cycles. The perception of the problem as unmanageable may 
have been related to other stressors such as the death of Jeny’s maternal grandmother.
Thoughts & feelings. Jerry had difficulty explaining thoughts and feelings associated with 
thunder. He could get no closer than “It’s just the noise, I don’t like the noise”, and expressing 
motivations to hide.
This formulation is graphically represented below.
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Figure 1. Formulation: Jerry  & Thunder
Family System Jerry
Genetic vulnerability? Anxiety? 
“always anxious”
Family norms/culture:
Sensitive to such anxieties.
Family fears across three generations 
(Dad, Uncle, Gran)
Mum’s Mum’s death
(difficult to cope)
Jerry’s anxieties = problem 
(thought)
j \^ F e e ls  & shows anxiety 
/  yhiotion & behaviour) ^  
j  a/  1. “Hurry up” ^
j  2. “there, there”
\ 3. get cross
only partly work 
(Jerry still anxious)
early fear of noise?
Life stage vulnerability:
(specific phobias at age 5 -  8yrs)
Critical Incidents:
Air show. Biggin Hill
Beach. Run to car 
(calms down -^sets pattern of avoidance).
“I’m scared of thunder”
Trigger:
Rain or clouds
‘it might thunder” 
(thought)
Anxiety
(emotion)
R
Protective:
Can enjoy rain (e.g. football) 
Coping strategies (e.g. funny) 
Intelligence 
Support (parents)
Dad & Gran got over it
watch out & avoid 
(behaviour)
^ 7^
heart beats faster 
shiver, bones like jelly 
dry mouth, freeze (-> run) 
(physiol.)
Maintenance:
Trigger: wind, rain, etc.
Looks like rain!
7\ (thought) ^
Feel better feel anxious
(physiol. & emotion) (physiol. & emotion)
R run away \L 
cover ears 
hide (avoid)
__________ (avoidance behaviour)__________
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Action Plan
A brief cognitive behavioural programme was planned, augmented with narrative and 
systemic interventions. The treatment plan included the following strategies: graded exposure, 
with modelling and contingent reinforcement, psycho-education, relaxation, cognitive 
restructuring, self-talk, distraction and self-praise. The narrative practice of externalisation was 
also included in the plan.
Intervention
In two preliminary sessions Jerry and I developed for self-talk statements and a 
reward scheme for graded exposure to anxiety provoking stimuli. A ‘Rain, Thunder and 
Anxiety’ diary was also introduced in these sessions.
Outcomes
At the final session Jerry and his parents all felt that things were much improved. His 
score on the FSSC-R had fallen from 64 to 53, and his total score on the SCAS fell from 30 to 27. 
However, his score on the Separation Anxiety sub-scale increased to a level higher than average 
for boys his age. On his personalised measures, Jerry rated himself more scared on some items, 
including thunder. The apparent increase in fear of thunder contradicts what he (and his parents) 
reported.
Children with specific phobias are often anxious children, co-morbidity is not uncommon, 
or the emergence of anxiety in other forms. It is possible that underpinning this anxiety of Jeny’s 
is a separation anxiety made more salient by the death of his grandmother and the stress that this 
presented to the family system. If such is the case, then this intervention may have helped him and 
his parents over a difficult period, but it is possible that other manifestations of anxiety could be 
evident in the future.
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Specialist Placement (Pain) Placement Summary
Supervisor: Ann Gold
Kingston Hospital Pain Clinic.
Summary o f Clinical Experience
A multi-disciplinary Chronic Pain Management team. Assessed seven patients individually, 
offered interventions to six. Various cultural backgrounds, age range 33-74. Presenting problems 
include chronic musculo-skeletal pain, neuropathic pain, post-operative pain, depression, anxiety. 
Models used: CBT for pain management, systemic/bio-psychosocial, plus assertiveness, problem­
solving and mindfulness interventions. Assessments used: STAXI, BPI, QBDS, Pain S-E, PCSQ, 
HADS, PBS, McGill PQ, WMS III, analogue scales.
Additional Training Experiences
Audit seminar (1 day) “Improving the patient journey”. Hospital-wide MD annual meeting 
Weekly participation in Pain Management Group
Research interview (semi-structured) on Alexander technique -  on going project at KHPC 
Meetings w/specialist neurology nurse & physiotherapist; sat in & observed acupuncturist (3 
clients); sat in & observed Alexander Technique (3 clients); Alexander technique training 
session; Sat in & observed Consultant Anaesthetist (5 clients); Sat in & observed assessment 
session w/Counselling psychologist (2 clients); Sat in: Pain Management group follow-up 
meeting (2 clients); Fortnightly MD team meetings
Trainee presentation -  her eavement
2 X bi-monthly half-day Pain Management Services meetings, case presentations.
Child protection presentation to team (summary of 1 day workshop given by counselling 
psychologist to team); Suicide Risk presentation (summary of workshop given by supervisor to 
team); PTSD presentation (summary of B.Rothschild, The Body Remembers, 2002)
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Specialist Placement (Pain) Case Report Summary 
“I feel like a voodoo doll”: A programme of pain management for a 33 year old man with HNPP
Referral & Presenting Problem
Llewellyn was a white, English speaking, British, 33 year old man, referred, with 
Hereditary Neuropathy with Pressure Palsies (HNPP) to a Pain Clinic. HNPP is a progressive, 
hereditary, neuromuscular disorder which makes an individual susceptible to nerve injury from 
pressure, stretch or repetitive use. When injured, the nerves lose the insulating myelin sheath 
which reforms imperfectly. Sufferers experience a range of sensations varying from numbness to 
acute pain which can last minutes or months.
Assessment
Assessment was carried out over three initial interviews. Several more sessions combined 
assessment and discussion of courses of action that we might take, before devising an eight week 
programme.
Sources o f Information
Medical correspondence including a brief medical history.
A battery of standardised scales: The Brief Pain Inventory (BPI), The Quebec Pain 
Disability Scale, The Pain Self-Efficacy Questionnaire (PSEQ), two subscales (catastrophizing 
and coping self-statements) of the Pain Coping Strategies Questionnaire (PCSQ), and the Hospital 
Anxiety and Depression Scale (HADS). In addition, the Tampa Scale for Kinesiophobia, the 
General Health Questionnaire (GHQ-28) and the State-Trait Anger Expression Inventory 
(STAXI).
Formulation
Predisposing Factors. The primary predisposing factor in this case is genetic.
Precipitating Factors. For many specific occurrences of pain, a behavioural precipitating 
factor could be identified (e.g. carrying shopping bags would lead to painful hands). Llewellyn 
was also aware that his emotional state impacted on his resilience, and ignoring his condition 
tended to exacerbate his symptoms.
Somatic Complaint. Llewellyn’s primary physical problems were occurrences of pain, 
often intense; numbness and muscular weakness; and fatigue. He felt constant pins or needles and 
background pain. He also experienced breakthrough pain every few seconds in different parts of
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his body including head and genitals. He said he felt like a voodoo doll. He also experienced 
restlessness and sleep problems combined with periods of extreme fatigue.
Impact on Life Style. He had abandoned martial arts, then tai chi, and guitar playing. He 
had stopped working full time. Walking more than a mile was difficult, or resulted in days of 
pain; driving long distances was painful on his legs, the vibrations of holding motor-bike 
handlebars made his hands painful.
Relationships and Emotions
Llewellyn had reduced his social circle because he felt unable to do many of the things he 
used to.He felt considerable anger at his condition and the restrictions it was imposing on him. 
Having regarded himself as a sociable person, he now found himself impatient and irritable with 
people.
Maintenance Factors
Ignoring his condition maintained, or exacerbated his symptoms. He had to make 
concessions in what he did, what he wore, how he moved around or he would cause painful 
demyelation. However, complete inactivity did, too, his ligaments tightened while he slept, lying 
too long in one position would cause numbness. The constant reminders (internal and 
environmental) maintained his anger and other negative emotions.
Protective Factors
Llewellyn’s self-reliance afforded protection from helplessness or sick-role adoption. His 
part-time work had value in terms of a sense of independence and identity. He had an important if 
not extensive social support network: a few friends who remained close, his contact with a few 
other people with HNPP and the support of his girlfriend.
Intervention
Llewellyn and I devised a programme consisting of the following elements:
Psycho-educatiom Gate Control Theory.
Pacing: One of the few strategies for symptom management available to the HNPP 
sufferer.
Goal Setting and Planning: Setting goals was difficult as he felt that the “goal posts keep 
moving” with the pain.
Cognitive Re-structuring: Mainly about his perceived need to keep active.
Problem Solving: Llewellyn adopted a strategy of “rolling with the punches” rather than 
being “the immovable force”.
Identity. We explicitly considered loss of identity in problem solving terms.
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Relaxation and Imagery: We developed a script that involved childhood images. The 
imaginai transformation of pain was not effective for him, however, as the pain was often too 
fleeting.
Distraction: A strategy employed already by Llewellyn.
Counselling: Llewellyn needed some space and time to express some of his feelings. 
Llewellyn’s girlfriend was South Asian, and relationships across cultures can have their own 
confusions and difficulties some of which we were able to disentangle through a consideration of 
cultural differences.
Anger: A conventional anger management approach
Mindfulness: We both attempted to practice a meditation exercise recommended by Jon 
Kabat-Zinn every night for eight weeks.
Outcomes
Pre- and post-therapy scale scores are shown below:
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Llewellyn; Pre- & Post-Therapy Scale Scores
Scale Score:
Pre­
treatment
Score: Post­
treatment
Change Comparative
data
BPI
Pain 3.5 4 +0.5
Interference 50 26 -24
STAXI
State Anger 12 10 -2 11.29 (3.17)'
Trait Anger 32 32 -9 18.65(4.81)
Trait Anger/temperament 14 8 -6 18.65(4.81)
Trait Anger/reaction 12 11 -1 18.65(4.81)
Anger Expression/in 27 19 -8 18.65(4.81)
Anger Expression/out 23 17 -6 18.65 (4.81)
Anger Expression/control 18 20 +2 18.65(4.81)
Anger expression (overall) 32 32 -16 18.65(4.81)
GHQ
Somatic Symptoms 2 5 +3
Anxiety & Insomnia 2 4 +2
Social Dysfunction 3 1 -2
Depression 3 0 -3
Total 10 10 - 5.68 (6.15)"
Tampa Scale for Kinesiophobia 46 48 +2 34.6 (8.1)^ 
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Quebec Pain Disability Scale 40 42 +2 37.8"
PSEQ 21 29 +8 21.9/29.5"
HADS 17 21 -
Anxiety 14 11 -3
Depression 11 10 -1
Total 25 21 -4 20.8 (7.3)^
PCSQ
Catastrophizing 12 11 -1 17.8 (8.8)^
Coping Self-statements 28 26 -2 22.4 (5.1)
Llewellyn felt that his anger declined over the course of our sessions. He reported that the 
mindfulness meditation had been the most useful of the strategies we had attempted. Scale scores 
reflecting somatic symptoms had all increased (as his condition had deteriorated). However, most 
measures of anger and depression were reduced. Self Efficacy was also improved.
Relapse Prevention
A three month follow-up was arranged for Llewellyn with my supervisor at the pain 
clinic. Continuing to practice mindfulness seemed likely to be Llewellyn’s best strategy for 
dealing with both anger and pain.
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Older Adults Placement Summary
Supervisor: Ron Bracey 
CMHT for Older Adults, Caterham 
Summary o f Clinical Experience
I observed my supervisor on four assessment or follow-up visits with different clients, then he 
observed me on one assessment interview. I then conducted three RBANS assessments and an 
extended neurological investigation of the effects of a stroke for a 69 year old man. Therapeutic 
interventions were offered to five individuals and one couple. An in-patient ward was visited 
informally on several occasions. Presenting problems included depression, anxiety, agoraphobia, 
bereavement issues, hoarding, relationship difficulties, stroke recovery and alzheimer’s. Models 
used were neuropsychological, schema focused and bio-psychosocial.
Additional Training Experiences
Accompanied by CPN in order to familiarise her with RBANS administration 
Weekly multi-disciplinary team meetings 
Meetings with CPNs to co-ordinate visits and care(2 clients)
Meeting team (CPN & OTs) for new Memory Service 
Visit Alzheimer’s Society, based at East Surrey Hospital 
Shadow CPN -  1 m orning 
Meeting w/ psychiatrist to discuss role of psychiatry
One hour observation of (“psychogeriatric”) ward as part of research methods exercise
91
Specialist Placement (Assertive Outreach) Placement Summary
Older Adults Case Report Summary 
A neuropsychological assessment o f a 69 year old man tvho has suffered a stroke.
Referral & Presenting Problem
“Mr Home”, a 69 year old man, was referred by his G.P to a Community Mental Health 
Team for Older Adults two years after suffering a stroke. There was a history of dementia in Mr 
Home’s family and the referral requested advice on his “future management” as it was the GP’s 
view that anxiety might be exacerbating any symptoms. To that end, it was decided that a series 
of cognitive assessments should be carried out to test for cognitive impairment. Mr Home had 
initially consulted his G.P. with concems over his memory. His wife felt that his abilities at 
mental arithmetic and multi-tasking had declined. He reported that his sense of direction was 
reduced and he could become disorientated. As his Mini Mental State Examination score was 
30/30, the GP considered that anxiety over the possibility of Alzheimer’s disease could be 
adversely affecting his cognition.
Background
Mr Home lived with his wife. They reported no financial worries and their children were 
grown with families. He had suffered a cerebrovascular accident (CVA) attributed to a cerebral 
embolism two years before this referral. The most conspicuous effect of this stroke was the loss of 
the left half of his visual field (in both eyes: homonymous hemianopia).
Initial Formulation
There were three factors, anxiety, Alzheimer’s, and one or more CVAs, that could 
contribute to the problems with memory and cognition that the Home’s reported. The extent of 
these symptoms was unassessed.
Action Plan
An initial evaluation was planned consisting of interviews with Mr and Mrs Home as well 
as a screen for Alzheimer’s Disease and an assessment of Mr Home’s memory. Further cognitive 
testing would depend on this initial assessment
Initial Psychometric Tests Administered
Repeatable Battery fo r  the Assessment o f Neuropsychological Status (RBANS).
Weschler Memory Scale -  Third Edition (WMS-III).
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Other Sources o f Information
Interviews: Mr and Mrs Home.
Referral Letters.
CT scan report.
Results
All but one of Mr Home’s Index scores on the RBANS were above average. The score on 
the Language Index was average. This average score indicates relative difficulty spontaneously 
retrieving leamed material that is semantically associated. Hi sprofile did not resemble that of 
someone with Alzheimer’s.
Mr Home’s Index scores and percentiles standardised against his age group, are shown in 
the table below.
Mr Home’s WMS-III Index Scores and Percentiles
Auditory
Immediate
Visual
Immediate
Immediate
Memory
Auditory
Delayed
Visual
Delayed
Auditory
Recognition
Delayed
General
Memory
Working
Memory
Index
Score
134 94 100 120 94 115 111 127
Range 125-139 85-105 92-108 108-127 85-105 100-122 102-118 114-133
%
Rank
99 34 50 91 34 84 77 96
Overall, Mr Home’s memory appeared to be functioning well. However, his immediate 
memory was markedly better than his delayed memory in respect of auditory material, and 
auditory material is remembered better than visual material. The only two index scores that would 
be described as “average” are the two scores, immediate and delayed, for visual memory. This 
may be a secondary symptom of the visual field deficit. The results of the Visual Reproduction II 
(delayed) task were consonant with this view. Most points were dropped for absence of, or 
inaccuracy on, elements in the left half of the image. A degree of prosopagnosia could be 
indicated; Mr Home commented that many of the faces on the Face Recognition task looked 
similar and found the task relatively hard. Further exploration of his visual memory with non­
social stimuli appeared desirable. As some of his responses were slow, executive difficulties 
should also be tested for.
Further Psychometric Tests Administered
The Line Bisection, Clock Drawing and Bicycle Drawing tasks. These could show 
evidence of visual neglect as distinct from deficit; the former caused by parietal, the latter by 
occipital lesions.
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The Hayling and Brixton Tests. Two tests of dysexecutive functioning.
The Shapes Analysis Test (SAT). A test of spatial perception.
The Visual Patterns Test (VPT). A test of visual recall using non-verbal stimuli.
The Visual Object and Space Perception Battery (VOSP). Eight distinct tests, four of 
which measure visual perception and four, spatial perception.
Results
The clock, bicycle drawing and line bi-section tasks showed no evidence of neglect. The 
Hayling and Brixton Tests did not indicate a frontal lesion, and suggested that the relatively low 
(average) score on the RBANS Language index is to do with memory rather than any semantic 
difficulty or executive problem. On the VPT, Mr Home’s score was at the 75* percentile for his 
age group. All VOSP scores were well above average. Overall his scores and reported difficulties 
indicated a posterior (occipital) right sided lesion close to the primary visual cortex. This is the 
area most conspicuously affected by the CVA. The impression is of a localised lesion and this is 
bom out by CT scan results showing no evidence of haemorrhage.
Recommendations
Mr & Mrs Home were advised that their initial concem regarding Alzheimer’s Disease 
was unwarranted at present. Neither was there evidence of further CVAs. It was suggested that 
rehearsal or repetition of material would help commit it to memory, as would employment of both 
visual and auditory modalities.
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Specialist (Assertive Outreach) Placement Summary 
Supervisor: Sophie Holmes 
Continuing Needs Service, Wingfield, Redhill 
Summary o f Clinical Experience
An Assertive Outreach Team working from the same base as a Recovery and Rehabilitation Team 
and an Early Intervention team. Observed or shadowed different professionals in the team (Social 
workers, support workers, nurses, psychiatrists). Observed supervisor with clients and was 
observed by her with clients. Assessment and intervention offered to four clients with different 
presentations of severe and enduring illness: Schizophrenia, catatonic symptoms, paranoid 
schizophrenia exacerbated by substance misuse, bi-polar disorder. Problems included anxiety and 
adjustment issues. Models used were cognitive and systemic, interventions were CBT based and 
included problem-solving and assertiveness training. Groups were co-facilitated on Mental Health 
Promotion for in-patients at a recovery unit.
Additional Training Experiences
Presentation given to trust psychology department. Topic: Culture and it’s relevance to clinical 
psychologists.
Observation of placement supervisor giving supervision to team of community support workers. 
Supervision of psychiatric nurses co-facilitating groups for service users on Mental Health 
Promotion.
Set up stand for recovery service at a trust open day.
Observation: Depot Clinic with CPN: (4 patients); 2 x Ward Round at in-patient unit, Margaret 
Laurie House (4 patients).
Sat in on Recovery Training meeting with team leader, consultant clinical psychologist and 
CSW supervisor (some, but limited, contribution).
Regular team meetings (twice weekly). Psychology meetings (Ramsey House), AMH meetings 
(Ramsey House).
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Introduction
The importance of service users’ views is increasingly acknowledged in many areas of 
health care provision (e.g. Lewis & Williamson, 1995). The present report describes a thematic 
analysis contributing to a larger research exercise attempting to take account of the views of an 
under-researched client group: people (and their carers) experiencing severe and enduring mental 
distress who have not engaged with mainstream care and who, therefore, have been referred to an 
Assertive Outreach Team (ACT).
Assertive Outreach is “a flexible and creative team-based approach to working with the 
complex needs and wishes of a clearly defined group of people ... frequently referred to as 
experiencing severe and enduring mental health problems, and as being hard to engage or 
resistant to services” (Graley-Wetherell & Morgan, 2001, p.5). Although there is an evidence base 
for AOT derived from American research, it is a relatively new venture in the U.K., and there are 
doubts about its effectiveness, although it is often a treatment of last resort (Graley-Wetherell & 
Morgan, 2001; Priebe, Fakhoury, Watts, Bebbington, Bums, Johnson et al., 2003; Weaver, Tyrer, 
Ritchie & Renton, 2003).
Most research on AOT outcomes to date has been in the form of indirect measures (e.g. 
time in hospital, housing stability) and standardised self-report questionnaires (Mueser, Bond, 
Drake & Resnick, 1998). Such methods are problematic as they tend to reflect the practitioner’s 
or researcher’s agenda rather than the respondent’s and, as Semin & Gergen (1990) point out, it is 
the job of social scientists to access other people’s socially constituted realities rather than 
imposing their own.
Graley-Wetherell & Morgan (2001) noted some of these problems in relation to 
assessment of Assertive Outreach. They developed a semi-structured interview format which they 
used with service users, carers and team members, producing a qualitative analysis of the 
transcripts. Their aim was to assess the service users’ perspective in particular. Service users felt 
the service was good at providing practical help and felt that they were treated with respect. 
Professionals emphasised creative approaches to engaging clients and practical assistance as well 
as health monitoring and medication management. Carers particularly valued information about 
the service user’s condition and the expansion of his/her social life. They also felt more supported 
than with previous service provision.
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Shepherd, Murray & Muijen (1995) surveyed the views of people with schizophrenia 
(sic.), their carers and mental health professionals regarding the provision of effective care. A 
thematic analysis indicated that service users placed an emphasis on practical help (housing, 
finance, occupation), whereas professionals focused more on treatment and symptom monitoring. 
This was not an evaluation of AOT specifically, but the authors noted that some of their 
respondents were involved in assertive outreach and “felt it to be effective and worthwhile, 
despite the cost in financial terms and the stress that it sometimes imposed” (p.414).
The AOT assessed in the present research has had difficulty assessing its performance 
using a standardised measure (Manchester Short Assessment of Quality of Life; Priebe, Huxley, 
Knight & Evans, 1999). Not only were some clients reluctant to complete the questionnaire, it 
also produced a conflict of priorities if team members administered it when they might be 
addressing clients’ needs. It was also felt that a considerable amount of qualitative information 
was lost using this approach.
Consequently, the team commissioned CAPITAL, an independent service user 
organisation, to canvass the views of its clients and their carers. It was anticipated that using 
interviewers who are independent of the team and themselves users of services, would yield 
information of greater accuracy and diversity. It was also anticipated that having the interviews 
analysed by a researcher independent of the team and blind to the participants and the process of 
data collection, would strengthen the methodology.
The study described in the present report is a thematic analysis of the data collected by 
CAPITAL workers enabling comparison of service users’, carers’ and professionals’ views on the 
performance of the AOT. The aim is to contribute directly to the evaluation (and enhancement) of 
the performance of the team. It is hypothesised that there will be areas of the team’s performance 
that are endorsed by clients, there will be others that could be enhanced. It is also anticipated that 
there will be differences between the perspectives of the three groups (clients, carers, 
professionals).
Method
Design & materials:
The setting for the present research was an AOT in a south coast town. The multi­
disciplinary team had been in existence for 2 V2 years and included psychiatrists, nurses, social
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workers and psychologists. Four of the team were employed full-time. All team members were 
invited to be interviewed for the present study. Most did.
Participants.
Eight service users were interviewed individually and 6 more took part in a focus group 
using the same interview format. This represents 37.5% of the AOT’s clientele. Nine carers were 
interviewed individually and 4 more took part in a focus group discussion. Ten team members 
were interviewed individually: a total of 37 participants.
Procedure (data collection & analysis).
Data were collected by CAPITAL workers conducting semi-structured interviews (see 
Appendix I.) based on the format used by Graley-Wetherell & Morgan (2001). Interviews were 
conducted individually or in a group (according to the respondent’s preference) for service users 
and carers. All team members were interviewed individually.
Interviewers took detailed (as far as possible, verbatim) notes. Interviews were not 
recorded as it was judged this would reduce service users’ willingness to contribute. Age and 
gender were not recorded: as the primary purpose is to feed information back to the team, and as 
the sample size is small, it was felt that this information would make it too easy for individual 
statements to be attributed to known clients by team members. All names have been excluded 
(marked *) for similar reasons.
In the interests of objectivity and anonymity, the researcher received interview transcripts 
from interviewers. Data were analysed separately for each group, using a thematic analytic 
approach (Flick, 2002) as the sample was not be large enough for a content analysis (quantitative 
treatment of qualitative data, Krippendorf, 1980).
For the purpose of feeding back to the AOT, statements (and part-statements) were 
collated according to the interview framework, summarised, and primary themes extracted. 
However, the structure of this analysis is still researcher led as it reflects the format developed by 
Graley-Wetherell & Morgan (2001). Therefore, a second analysis involved the extraction of all 
statements which were more than simple dis/agreement with item wording, and which indicated a 
clear positive or negative evaluation of the service. Themes were derived from this pool of 
statements through an interpretative phenomenological analysis (IPA), a form of thematic analysis 
(Smith, 1996) which enables the acknowledgement of dual perspectives: "the phenomenological 
worlds of the participants and the conceptual framework of the researcher" (Speller, Lyons & 
Twigger-Ross, 2002, p.47). This analysis was carried out separately for service users, carers & 
team members, and it is this analysis which is presented here.
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Unlike content analysis (Krippendorf, 1980), this approach allows a single statement to 
receive multiple codings if it addresses multiple themes. For example, in the present data, the 
statement “It helps for the clients, because if I am away, other people in the team know the client” 
is relevant to two themes: team-work (benefits) and client-centredness.
Ethical considerations
The study will contribute to a larger project evaluating the performance of the AOT. This 
has been given ethical clearance by the local Research Ethics Committee (ref.: 03/07/4F) and by 
the Sussex NHS Research Consortium (ref.: 0273/WSHS/2003) (see Appendix II.).
Results
Service Users
In terms of positive evaluations of the AOT, strong themes to emerge were related to 
contact with the team (quality and accessibility), practical issues, and autonomy and activity.
In terms of contact with the team, one of the clearest themes was the perception of the 
AOT providing support and making efforts on behalf of the service user:
“very supportive, offer dignity & respect & show kindness in many ways”
“There’s always someone to turn to”
“Put themselves out for me at the time”.
The quality o f contact with team workers is also a strong theme. This is spoken of in 
terms of friendliness (including comments referring to openness, honesty and kindness), 
informality, understanding, mutual discussions, talking and listening:
“it’s kind of mutual -  we talk about what’s happening”
“Quite understanding. They listen and understand.”
“I feel completely comfortable with them and enjoy their company.”
“Informality of the visits”
The availability of the team is also important for service users. This is spoken of in terms of 
flexibility, frequency and duration of contacts:
“I can ask for meeting. Don’t have to wait too long. I can sometimes see * in a real 
emergency”
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“They come to your home”
“They’ve got more time, it’s better than a CPN who gives an injection”
“have been given a phone number if I need to contact outreach”
Practical assistance was highly valued by service users. This can be to do with finance, 
housing, benefits, or shopping. It can also be to do with providing structure and goals, providing 
information and assisting with issues related to medication as well as with outcomes (staying well 
and keeping out of hospital):
“helped with benefits/housing”
“I got this place in * and AOT have helped me clean it”
“Given some structure”
“We go to second hand shops. She is so helpful”
“getting medication meant now stable”
“Main benefit being I have been able to keep out of hospital”
The promotion of a sense of autonomy, and of leisure activities were also referred to 
approvingly by service users:
“They gave me a sense of freedom. They stay out of my way”
“They understand and let me go my own way”
“They encourage me to do new things”
The statements reflecting negative evaluations of the AOT reflected similar concerns, 
with a perceived lack of support, the difficulty of making contact, and the unavailability of certain 
services emerging as salient themes:
“I’ve come away feeling I don’t know where I’m going. I need some positive steps. I feel 
as if I’m left by myself without support”
“there aren’t proper services like group meetings where people discuss the same 
problems”
“it’s difficult to locate someone there”
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“communication can be difficult, sometimes just get the answer machine before 8pm 
weekends”.
People like the service in the main and, therefore, would like more:
“Happy that I see them but not that I just see them such a short time 2 hrs in a week is not 
enough.”
The only other emergent theme here was to do with reliability and time-keeping:
“sometimes unreliable. Don’t always turn up when I want”
“Time keeping is not good. They’re often late”
Other comments were more reflections of individual concerns rather than general themes: 
help with head-lice was appreciated by one respondent, another would like more psychological 
intervention (“should probe more into what’s going on in my head -  should explain my bad 
thoughts”), one would like more spiritual help as “my MH episodes are usually to do with 
religion”. (Responses given by service users, grouped according to the themes described above, 
are presented in Appendix III.)
Carers
The themes highlighted by carers reflect those of service users quite closely. Providing 
support and making efforts on behalf of the service user was appreciated as was the accessibility 
of the service and the quality o f contact.
“Don’t know how we would cope without it. It helps * [service user] and is very 
supportive”
“They take an interest”
“Before the AOT it was a terrible job to get help”
“we can contact them and get help quickly”
“We were told we can ring * at any time so there is a listening ear”
“Very approachable. Friendly”
“You can talk to them. An open dialogue. Not judgemental”
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Practical assistance (including outcomes) and enhanced autonomy and activity for the 
service user were also valued by carers:
“they got us a new disabled shower, toilet seat, bars on the stairs”
“They found housing for him”
“ Proof of pudding is he has been out of hospital for IV2 years”
“They introduce other more pleasurable things into her life in addition to the normal 
nursing care she needs”
“they went and played golf with him”
However, access was sometimes perceived as difficult, and carers sometimes feel 
unsupported:
“I had a job to track * down”
“There’s not enough time”
“I need a break but don’t get one”
“I don’t live with her but I don’t feel able to take holidays”
“never heard from anybody”
There are also times when they would like more practical assistance and more information: 
“Finance can be a problem as my son has problems handling money.”
“Fd like them to get more help when they recover a bit like help to get a job”
“There have been times when we haven’t known what was happening”
“I personally need more info about his actual worker and how to get in touch”
Team members
The main positive themes within the data provided by team members relate to the model 
& philosophy of AOT, to the client-centredness of the service they offer (including notions of 
flexibility, diversity and creativity) and the relationships with service users.
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“I like the way we do the work. It’s an excellent model”
“value base and philosophy that sets us apart from traditional approaches. I like the model 
allowing me to challenge traditional beliefs”
“We don’t stick to a formula. Every client is different”
“I like the patient centred focus, and willingness to support”
“It allows me to be creative in the way I work [and] ... to work on the client’s agenda” 
“The relationship with clients is central and very rewarding”
The benefits o f a multi-disciplinary team were also valued:
“it is a team approach. It includes various standpoints e.g. social, medical, etc. So 
people in the team learn from one another. And each member of the team can supply various 
types of support, not just in their own speciality”.
However, within the team, sometimes to do with the model and philosophy, was
one of the most salient negative themes:
“Because we are forced to work together, it highlights the “fault lines” between the 
various parts of the mental health services”
“Don’t like some team members’ conservative, rigid, defensive approach i.e. their lack of 
creativity. Also feel a lack of cohesion in the team”
“Is difficult to work in a team that doesn’t have much fun”
“Some unresolved conflicts”
A perceived lack o f resources, including staff, and the pressure of the work are also 
strong negative themes among team members:
“Lack of staff. Lack of resources (financial). Not enough staff etc to meet the needs of 
clients -  so to some extent there is a lot of response to crisis needs. And other clients who 
are not in crisis get neglected -  until they relapse”
“We have to respond to whatever problem the client has: medical, psychological, family, 
social, etc. So we see a lot of chaos and distress -  this can be overwhelming at times”
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Discussion
There was considerable overlap in the areas highlighted by service users and carers. They 
valued support, practical help, availability of contact and friendly, informal contact in particular. 
Carers sometimes felt unsupported and uninformed and although, in the main, service users and 
carers alike were positive in their assessment of the service offered, they would like more. In this 
respect the AOT might be perceived as a victim of its own success: people would like easier 
access, more often, for longer and with more resources and practical assistance available. 
Suggestions ranged from a course on budgeting to a swimming pool.
Within the team, many of the same issues are salient: availability and quality of the 
service, flexibility and willingness to attempt to respond creatively to individual needs. The nature 
of team work, both at an interpersonal level and (on a professional level) the multi-disciplinarity 
of the AOT, is at once rewarding and stressful. Discussion of the model and philosophy and 
reflections upon tensions within the team was quite prominent within the team’s responses. On 
one hand, this seems entirely healthy, on the other, too much focus on team philosophy and 
tension can only add to the stress and distract workers from their focus on patient concerns.
The concerns raised by service users and carers are similar to those evident in previous 
research (Graley-Wetherell & Morgan, 2001, Shepherd et al., 1995). The greater focus by 
professionals on monitoring and medication (Shepherd et al. 1995) is not evident here. The 
challenge of multi-disciplinary team work seems, here, to provide an alternative source of concern 
for team members.
There are substantial limitations with the research and the present report. There were 
relatively few participants in each group, and the sample is self-selecting and may be 
unrepresentative to the extent that those (including team members) who are least positively 
disposed to the AOT are less likely to have participated. Efforts were made at the recruitment 
stage to overcome this.
Because of the small sample size, concern for anonymity meant that gender, age and 
cultural background were not recorded. Such issues, then, have not been systematically addressed 
by the research. The AOT aims at individualised care, and the diversity of the clientele was
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referred to by more than one team member. How well this is catered for is not evident within the 
present data.
Conclusion
The title question is “How are we doing?”. The answer seems to be: “not at all badly, 
overall”. Some things are good and people want more of the same. Clearly, some service users 
and carers feel that the AOT has made a real, positive difference for them. There are failings, 
though, and service users and carers can feel unsupported and uninformed; team members can 
feel both highly rewarded and overwhelmed.
Feedback to service
This report, as well as full data sets coded according to themes identified for each group 
of respondents, and summaries of responses to each questionnaire item have been provided to the 
AOT.
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Appendix I.
Interview protocols derived from Graley-Wetherell & Morgan (2001)
SERVICE USER/CARER QUESTIONNAIRE
1. What is the name of your support worker from the Assertive Outreach team? (This is to 
establish that they understand which service we are talking about. We will explain that 
we are not checking up on the worker, and anything they say will be confidential and no 
one will be identified in the report.)
2. input into service/care plan
How d id  (insert worker’s name) go about finding out what you wanted from them?
Did they ask you what you wanted them to help you with?
When you meet, who decides what you will talk about?
Can you ask for a meeting if you want one? What happens if you do?
Are you happy with the contact you have with the Assertive Outreach?
Have you set any goals/targets aims with (...)? How were they set?
If you want to do something new how does (....) usually react?
If you don’t want to do something how does (....) usually react?
3. Access to services
Are you receiving the type of mental health services that you feel you need? (You may 
need to give examples of services.)
I l l
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Are there some services that you would rather not have?
Does (....) help to make sure that you get the services that you want?
How is Assertive Outreach different to other services you have received?
4. Advice and support
Who would you contact if you were very upset? (If an unpaid carer or friend is mentioned 
then ask which worker they could contact).
Who would you contact if you had a problem with your benefits or finances?
Who would you contact if you had problems with your housing?
Who would you contact if you had problems with your medication?
Do you feel that you can talk to (....) about these types of problems?
Do you feel that you can talk to (....) about any problems?
Is there anything you wouldn’t want to talk to (....) about?
5. Quality of life
How long have you been in contact with the Assertive Outreach team?
Has the support that you have received from them had an effect on your life?
Check list:
>  Living situation
>  Relationship with family
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> Relationships with other people
> Use of leisure time
> Keeping occupied
> Physical and mental health
> Personal safety (How safe do you feel?)
> Religious or spiritual needs.
6. Continuity
Have you had the same support worker since you first joined the Assertive Outreach team? 
If not -  what happened?
Have you wanted to change your worker? If yes -  did you (tell me about it)?
7. Satisfaction with the service
What do you like about the Assertive Outreach team?
What do you dislike about the Assertive Outreach team?
8. Catch all
Is there anything else you would like to tell me about the Assertive Outreach team?
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Team Member Questionnaire
Please facilitate fairly informal discussions exploring the following questions:
□ How different is this to other ways of working?
□ Are the pressures greater or lesser compared to working in other services?
□ Does this service give you greater rewards/job satisfaction?
□ Do you feel your clients have a better quality of life?
□ How do you set and keep boundaries?
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□ Do you feel supported by the rest of the team?
□ Does it help to share clients?
115
SRRP
Appendix III.
Data sample: Service users evaluation of the AOT.
Statements grouped according to emergent themes
POSITIVE
Support & making efforts
15(SU) They are supportive which is good
(SU/fg) Put themselves out for me at the time
(SU/fg)... supportive
(SU/fg) They’re supportive
15(SU) Them being there. The support
5 (SU) appreciate the help they give me
15(SU) Them being there, as a backing, if I need them
12(SU) complete support
9(SU) They support me
8(SU) support with mental health issues
(SU/fg) They are more supportive than the others [services]
(SU/fg) Yes very supportive, offer dignity & respect & show kindness in many ways
13(SU) I’m very happy with AOT. There’s always someone to turn to
(SU/fg) Very supportive
(SU/fg) Support
(SU/fg) They support my aims
(SU/fg) Offered support to the tenants -
9(SU) They didn’t really ask me, but they support me
13(SU) * turned up one day and asked me what I wanted - 1 love [?] her
Practical assistance
practical & financial (housing, benefits) help (inc structure & goals)
12(SU) They are very helpful. * helped with my hair (nits).
4(SU) Yes they are helpful
(SU/fg) Given some structure
8(SU) Helping me get DLA
4(SU)- the ladder is useful -  it gives me goals.
15(SU) Yes. Take me shopping; buy clothes etc.
(SU/fg) Get taken shopping if I want
13(SU) Very happy. We go to second hand shops. She is so helpful.
15(SU) Yes I got this place in * and AOT have helped me clean it
5(SU) helped with benefits/housing
(SU/fg) Talk to them about moving
(SU/fg) talk about moving
5(SU) Yes. Have helped contact housing officer
(SU/fg) Accommodation
(SU/fg) They’ve tried to help
(SU/fg) They try to be helpfol
(SU/fg) Yes -  moving and occupying my week/ we agreed this with OT @ Connolly House 
13(SU) * must keep in touch I couldn’t cope without her. She makes sure I don’t spend too much.
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5(SU) [goal = ] getting to the gym regularly. Discussion how to get there, budget for it 
(SU/fg) come to my flat and they talk things through, benefits ...
15(SU) If I’ve run out of money they have helped. Gone to the shop with me. Paid for electric. 
(SU/fg) Helping me move to *
(SU/fg) I get ongoing help
/medication
(SU/fg) they help me with meds
(SU/fg) Nb getting medication meant now stable
15(SU) Yes e.g. they have taken me to doctor if I want to go.
(SU/fg) come to my flat and they talk things through,... medication 
(SU/fg) talk about & prescribe medication 
13(SU) Yes, she gets my pills from chemist 
(SU/fg) Yes good at giving my medication
/information
9(SU) They ... give me information about M[ental] H[ealth]
Outcome: keeping out of hospital
5(SU) Positive experience for me since my referral. Main benefit being I have been able to keep 
out of hospital
5(SU) Prevented admissions to hospital 
(SU/fg) Making me better 
(SU/fg) Making my illness better 
(SU/fg) They keep me happy
(SU/fg) they want to see me happy, living in the community
Quality of contact:
talking/listening
(SU/fg) Good at talking to each other
(SU/fg) Someone listening to me
14(SU) Somebody to talk to -  to discuss issues with
13 (SU) I can get everything off my chest
(SU/fg) Yes -  it’s good to dump on them
(SU/fg) Talk to them about moving
(SU/fg) talk about moving
12(SU) It is hard we talk about things it is a lot to do in one hour.
12(SU) It was sorted by chatting.
(SU/fg) they talk things through,
(SU/fg) talk to me 
(SU/fg) we talk a lot
13(SU) We talk to each other, * asks me what I want to talk about. I talk too much.
14(SU)- it’s kind of mutual -  we talk about what’s happening 
12(SU) We sit and discuss things
5(SU) they are pretty good in that that [they?] ask again [about needs] at intervals 
understanding
12(SU) * and * are very understanding
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9(SU) They understand.
12(SU) understanding
5(SU) Again pretty good, understanding e.g. if I change my mind they are ok with me
8(SU) They accept my point of view
12(SU) They understand and let me go my own way
13(SU) She is always understanding
(SU/fg) Understanding
12(SU) Quite understanding. They listen and understand.
Friendliness/informality
9(SU) Its very informal, just as it goes. We go for coffee 
(SU/fg) I like all the people as they are ‘camaraderie’
(SU/fg) Friendly (x3)
12(SU) I feel completely comfortable with them and enjoy their company. 
9(SU)They’re friendly.
5 (SU) Informality of the visits.
Open/honest/kind
9(SU) They don’t withhold anything.
(SU/fg) show kindness in many ways 
14(SU) less formal which is good..
(SU/fg) They’re down to earth 
(SU/fg) they are approachable 
14(SU)- I’ve established more of a friendship
Availability
Personal contact (inc availability, flexibility & frequency, duration)
4(SU) seeing *
(SU/fg) They come to your home
15(SU) Better. They used to come and see me before, just once a fortnight. But AOT come a 
couple of times a week.
14(SU) Yes its more 1 on 1
9(SU) They’ve got more time, its better than a CPN who gives an injection 
5(SU) Yes -  very. Because they are a mixed team (M.D.T.) <flexibility>
9(SU) Yes I am [happy w/service]. I see them once a week.
(SU/fg)- come to my flat <and they talk things through, benefits and medication>
5(SU) Yes. Always come out or speak on the phone.
9(SU) I can ask for meeting. Don’t have to wait too long.I can sometimes see * in a real 
emergency
(SU/fg) Yes I can/1 got a meeting/ Yes person I choose
(SU/fg)- have been given a phone number if I need to contact outreach
4(SU) Yes. I like contact with * and *.
Autonomy and activity
sense o f autonomy freedom/self respect
8(SU) They gave me a sense of freedom. They stay out of my way
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(SU/fg) offer dignity & respect
14(SU) You do things just for the Drs in other services not for yourself.
4(SU) They don’t force me to do anything 
12(SU) They understand and let me go my own way 
(SU/fg) Won’t pressure you
14(SU) Yeah -  more my aims I have achieved a few things from that 
4(SU) I have a ladder and I work my way up it e.g. going out on my own
activity/leisure time
13 (SU) it helps to keep me occupied
4(SU) just horse riding
4(SU) They encourage me to do new things
14(SU). *’s very encouraging
(SU/fg) Working towards going to the gym
(SU/fg) occupying my week
12(SU) Yes -  we’re setting targets like trying to get through this year, then next doing riding, 
swimming or charity w ork.... Trying to get to Spain next year to see mother.
(SU/fg) Usually out for an hour, have a new friend, change of scene 
13(SU) Yes, ... takes me for coffee 
9(SU). We go for coffee 
(SU/fg) Out for coffee
(SU/fg) Phone me & ask if I want to go anywhere - 1 go in their car- sea front 
12(SU) and try and get to do things like swimming 
4(SU) Talk about horse riding
NEGATIVE
Communication, (quality)
(SU/fg) There should be an improvement in the way we talk -  
lack o f services/support
12(SU) No, because there aren’t proper services like group meetings where people discuss the 
same problems
12(SU) No not enough -  I’m not getting the amount of looking after I need 
14(SU) Probably not -  Idon’t know what’s available -  sometimes I think there aren’t enough 
places to go for support. Not just social, somewhere to make positive steps towards work -  not 
just drink coffee and smoke. Exercise would be good.
14(SU) I’ve come away feeling I don’t know where I’m going. I need some positive steps. I feel 
as if I’m left by myself without support. Sometimes you need more 
14(SU) I don’t feel I’ve had enough support in times of difficulty
(difficulty/lack o f contact)
(SU/fg) They put the answer machine on during their hours 
(SU/fg) Lack of communication 
13 (SU) Don’t see people enough
8(SU) they stay out of my way [+] -  but that can be of concern to me at times.
(SU/fg) Time it takes when you’re on a ward to get back on an even keel -  only visit on review 
days wish they can visit me in hospital
13 (SU) More time with someone else to help me keep occupied
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12(SU) Not being there enough when I need them.
(SU/fg) [keeping occupied] When they come but its not as much as I’d like 
14(SU) I view AOT as there to help too but it’s hard to get an appointment 
12(SU) Yes but if its at a time when I don’t see them it would be very difficult.
5(SU) Not always person of choice. If emergency wait maybe a day.
8(SU)- Sometimes it possible to have one sometimes not e.g. answerphone at weekends 
14(SU) Don’t always get one - i t ’s difficult to locate someone there and then I can talk to them on 
the phone A few days wait
(SU/fg) communication can be difficult, sometimes just get the answer machine before 8pm 
weekends can be difficult
12(SU) Happy that I see them but not that I just see them such a short time 2 hrs in a week is not 
enough. I’m happy when I’m with * and *.
(SU/fg) Mostly -  could do with more time
(SU/fg) Yes -  like to see them twice a week
14(SU) don’t really have any gripes. Could do with more of it
12(SU) Not there enough -  when you’re ill or struggling.
Reliability/timekeeping
4(SU) Just be more reliable 
4(SU) be a bit more reliable
4(SU) sometimes unreliable. Don’t always turn up when I want, but sometimes they do 
(SU/fg) Poor punctuality (x2)
9(SU) Time keeping is not good. They’re often late.
(SU/fg) didn’t see me twice then just turned up
Symptom focussed psychotherapy
(SU/fg) should probe more into what’s going on in my head -  should explain my bad thoughts
Practical help/resources
14(SU) there needs to be a place -  an outreach centre to go to, like the job club there used to be -  
it’s not there any more. I need a drop-in with computer facilities, work advice, etc. I need 
immediate practical support
14(SU) Practical issues -  housing, somewhere to go in the day, some kind of social outlet where I 
can ask about these -  I’ve lost out, need support with money issues. I feel left out of life.
14(SU) I don’t know -  they don’t seem to have much information - 1 probably know more myself 
but someone else should help. I’ve had to do it all myself. The Job Centre’s like battling with 
dragons -  very unhelpful I get very stressed there.
14(SU) Not entirely -  there is not enough help -  I’ve asked for help finding jobs, housing etc 
sometimes something holds me back from asking for support. I'd like more encouragement 
specially lack financial support
14(SU) I need help with practical things not just my mind. Sometimes there’s not enough time for 
that
/medication
8(SU) With regard to medication -  wanted a discussion about a different one e.g. beta blockers to 
replace procycladin. Reviewing my medication generally seems to have been forgotten
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Not directive enough
(SU/fg)... (can be a bit tentative)...
(SU/fg) In * they got me doing more -  they should do that here
Too involved
(SU/fg) feel they know too much about me, makes me feel vulnerable
(SU/fg) I have seen them too often in the past -  without results, I wasn’t sure how to deal with 
them & some were a bit off with me
spiritual help
I4(SU) No -  sometimes I wish they had. Its neglected, doesn’t seem to be important. My MH 
episodes are usually to do with religion - 1 feel I’m a bad person. The church doesn’t always help 
either
don't like meds
8(SU) I would rather not have medication but I knew I may relapse without it
8(SU) Can’t think of anything -  except being reminded its depot day! ! 11 [what do you dislike ..?]
8(SU) Not with medication - 1 am unhappy with my side-effect
13(SU) I don’t like pills that make me put on weight
don 7 like services 
(SU/fg) CIC is slave labour
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Appendix IV. Feedback to Service
29/6/04
From: MARK HAYWARD <m.hayward@surrey.ac.uk>
To:
Hi John
Thanks again for all the hard work you put into the analysis of the AOT 
evaluation data. The project team are extremely grateful and are currently 
digesting the analysis prior to the beginning of the dissemination process.
We already have one commission to write a paper for Mental Health Today on 
the process of setting-up the project, and are in negotiations with Open 
Mind re an account of the interviewers experiences.
Cheers 
Mark
115/7/04
k :
From: M.Hayward@surrey.ac.ukSubject: Re: a bit mole
nf
Good to hear from you. I've just facilitated the first of our feedback meetings 
(to carers). Well attended and received, so feeling very positive about the 
project.
I
Cheers
Mark
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4 Formulating specific research questions 0
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and structuring plans accordingly
0
8 Obtaining approval from a research ethics committee 0
9 Obtaining appropriate supervision for research 0
10 Obtaining appropriate collaboration for research 0
11 Collecting data from research participants 0
12 Choosing appropriate design for research questions 0
13 Writing patient information and consent forms 0
14 Devising and administering questionnaires 0
15 Negotiating access to study participants in applied NHS settings 0
16 Setting up a data file 0
17 Conducting statistical data analysis using SPSS 0 *
18 Choosing appropriate statistical analyses 0 *
19 Preparing quantitative data for analysis 0HC
20 Choosing appropriate quantitative data analysis 0 *
21 Summarising results in figures and tables 0
22 Conducting semi-structured interviews 0
23 Transcribing and analysing interview data using qualitative methods 0
24 Choosing appropriate qualitative analyses 0
25 Interpreting results from quantitative and qualitative data analysis 0
26 Presenting research findings in a variety of contexts 0
27 Producing a written report on a research project 0
28 Defending own research decisions and analyses 0
29 Submitting research reports for publication in peer-reviewed journals or edited book 0
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Abstract
People respond to pain, and use coping strategies, according to their beliefs. Culture provides 
some of those beliefs, so its role in the experience of pain and its management requires 
investigation. This is particularly the case if health professionals are going to be able to offer 
more culturally appropriate services to a diverse clientele. There is little research on the utilisation 
of pain services by Muslims in the U.K., even though Islam is the second most popular religion 
there. Semi-structured interviews were conducted with eight sufferers of chronic pain who were 
patients at a NHS Hospital Pain Clinic in London and who were from a Muslim background. The 
interviews focused on representations of pain and how it is responded to in participants’ present 
families and in their childhood. Using interpretative phenomenological analysis (IPA), themes 
within the data were identified in relation to the causes of pain; how one responds to it; God, 
religion and destiny; the utilisation of pain management services and other therapeutic 
interventions. These themes are discussed in relation to service provision. Muslim patients are 
informed, supported and influenced by their religion. However, Islam is not intrinsically 
antithetical to the practice of medicine and clinicians should be aware of, but not daunted by, the 
significance of patients’ cultural backgrounds.
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Introduction
Pain is the most common symptom encountered by the medical profession in the UK 
(Peacock & Wilson, 2004). It was defined in 1986 by a Task Force of the International 
Association for the Study of Pain as “an unpleasant sensory and emotional experience associated 
with actual or potential tissue damage” (Ernst, 2000, p. 121). This definition accommodates the 
recognition that, rather than being a direct result of damage or stimulation to nociceptors, as used 
to be assumed, pain is the product of a complex interaction of physiological, psychological and 
social factors (Turk, 1996). This recognition is particularly relevant to chronic pain (i.e. of more 
than 6 months duration, Ernst, 2000) which, frequently, does not coincide with tissue damage 
(Ashbum & Staats, 1999).
Pain Beliefs
The experience of pain is influenced by the meaning that people ascribe to it, their pain 
beliefs (Peacock & Wilson, 2004). Not only do pain beliefs give people an understanding of what 
has happened to them, they also lead to certain expectations. For example, Beecher (1956) noted 
anecdotally the degree of injury experienced with relatively little apparent distress by wounded 
soldiers for whom the injury meant a return home. People’s pain beliefs influence not only the 
sensation of pain but also coping strategies, including the extent to which professionals will be 
consulted and adherence to a prescribed regimen (Jensen & Karoly, 1991).
It is appropriate, then, as pain beliefs are so significant, that a cognitive-behavioural 
approach to pain management has become the norm, enabling strategies and techniques such as 
problem solving, positive self-statements and distraction, as well as the possibility of addressing 
pain beliefs and challenging, reframing or accommodating them in pain management strategies 
(Eccleston, 2001; Turner & Keefe, 1999; Vlaeyen, & Morley, 2005)
As cognition is relevant, so is culture, which has been shown to have systematic effects, 
not only on values (Hofstede, 2001), cognition, emotion and motivation (Markus & Kitayama, 
1991), but also perceptual processes (Berry, Poortinga, Segall & Dasen, 1992) and ontological 
understanding (Leung & Bond, 2004). This last area is largely unaddressed by the medical 
subculture (Morris, 2001). One may have a genetic predisposition for certain conditions, some 
pain may be attributable to certain events, but the “mystery of pain” (Morris, 1991), the 
metaphysical questions about suffering (e.g. “why me?”), remain unanswered and people must 
seek answers to these questions from another source (Morris, 1991). The biomedical response to 
pain is to attempt to extinguish it (Morris, 1991; Shuchter & Zisook, 1993). When this fails, as in 
the case of chronic pain, pain beliefs have an important influence on how people manage or cope
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with their pain, and pain beliefs are the product of culture learning as well as experience. Some 
definitions of culture include learning and transmission across generations as a defining features 
(Segall, Dasen, Berry & Poortinga, 1990) therefore family is a particularly relevant vehicle for 
cultural transmission.
Culture & Pain
Culture is defined in a host of ways but many of these include the core idea of culture as a 
network of shared meanings (Geertz, 1973; Vetere & Dallos, 2003). This will include the 
meanings of pain and other pain beliefs. Culture, then, inevitably contributes to a person’s 
understanding and, therefore, experience of pain (Rollman, 1998). In turn, this will influence a 
person’s attempts to cope with chronic pain including whether, when, how and with what 
expectations, the person will seek help from health professionals (Peacock & Wilson, 2004). If, 
for example, pain were to be perceived as inevitable and/or externally caused, it could be regarded 
as unavoidable, help would be less likely to be sought and attempts to manage the pain might 
seem futile leading, in all likelihood, to the adoption of relatively passive coping strategies 
(Pargament, 1997).
Culture or ethnicity? Some authors focus on ethnicity (rather than culture) and define it in 
terms of shared culture, common language and a distinctive shared (group) identity, which is 
often a nationality (Njobvu, Hunt, Pope & Macfarlane, !999; Peacock & Wilson, 2004). However, 
ethnicity is a problematic term (Ernst, 2000; Peacock & Wilson, 2004). It is sometimes a “soft 
synonym for race” (Morris, 2001, p.l), which is, itself, increasingly argued to be a social 
construction rather than a valid scientific basis for categorising human groups (Morris, 2001). 
Also, particularly when it is operationalised in broad terms such as white. South Asian, African 
American, Hispanic, ethnicity is a “loose and inaccurate shorthand developed for non-scientific 
purposes” (Morris, 2001, p.2). As ethnicity is a term indicating a social identity, it is the culture 
(set of meanings) associated with an identity, not the identity itself that is influential in the pain 
experience. Culture is the crucial element to most differences observed among patients of 
different ethnic groups, “both pain and ethnicity are ... shaped by culture (Morris, 2001, p.3), 
hence the focus on culture (which, it is argued below, is inextricably interwoven with religion) 
and not ethnicity in the present study. The terms ethnic and ethnicity will only be used below with 
reference to work by authors who use those terms.
Culture & Pain: Research
There is little literature on culture and pain, but a burgeoning literature on ethnicity and 
pain (over 200 articles in a recent 10 year period, Morris, 2001). Much of this literature
129
M ajor Research Project
demonstrates differences between groups in their pain responses and suggests that culture should 
be considered further in order to go beyond merely describing differences. This is what is 
attempted in the present analysis.
Zborovsky (1952), an anthropologist working at the Mount Zion veterans hospital in San 
Francisco, was one of the first authors to note that patients responded to pain not just as 
individuals but as members of their cultural group. He conducted interviews over a three year 
period, about attitudes to pain, among male American war veterans, and noted systematic 
differences between those of Jewish, Italian and Irish or Old American (who would now be 
referred to as White Anglo-Saxon Protestants) descent. The last two groups reacted relatively 
stoically, whereas the Jews and Italians both “maximised” their pain (Abu-Saad, 1984).
Much of the available research is American and operationalises culture with groups of 
black/African-American, Hispanic and/or Asian participants. These are not directly informative in 
a U.K. context, for example in the US, Asian usually means East Asian, in the UK, South Asian, 
also one cannot assume that African-Americans and British Afro-Caribbeans are a homogenous 
group. However, these studies do serve to illustrate that cultural differences exist and that should 
be attended to by researchers and clinicians.
One recent study in the U.K., involving a thematic analysis of interviews conducted with 
a quota sample drawn from respondents to an epidemiological study of musculoskeletal pain, 
found differences between South Asian and Afro-Caribbean interviewees (Rogers & Allison, 
2004). The experience and understanding of pain coincided less with a “traditional Western 
medical model” among the South Asian interviewees, who also referred less often to individual 
coping strategies, but more to help within the family. They were also more inclined to respond to 
pain by keeping still (e.g. bed-rest).
Another UK study found differences in coping styles between groups who self-identified 
as Indian or British (McAuley, DeSouza, Main, Frank & Sharma, 1997). Regression analyses 
indicated that the British patients reported greater use of passive coping strategies, whereas the 
Indian patients reported somatic anxiety as having a stronger association with disability and were 
less likely to consider themselves responsible for the management of their condition. Consonant 
with this, are findings that South Asian respondents in the UK visit the G.P more than European 
British respondents, irrespective of health status, although there is no persuasive evidence to 
suggest that they are more susceptible to pain (see Njobvu et al., 1999, for review).
Sometimes factors other than social group are indicated as relevant. One study (Edwards, 
Moric, Husfeldt, Buvanendran & Ivankovitch, 2005) found few differences between African
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American, Hispanic and white patients in coping strategies, although African American and 
Hispanic respondents scored higher on the praying and hoping subscale of a coping strategies 
questionnaire. This would appear to be an effect caused by religious involvement rather than 
ethnicity, however, as the use of prayer as a coping strategy was found to be associated with 
greater disability across all ethnic groups. This study draws attention to the significance (both 
statistical and clinical) of religion to the pain experience, and the use of religious coping strategies 
evidently crosses ethnic groups.
Culture & Religion
Cross-cultural research often samples according to nationality. As the client groups 
served in the UK are increasingly diverse in terms of country of origin (Peacock & Wilson, 2004), 
sampling according to religious background may be an appropriate strategy. Geertz (1973) 
perceived religion to be a cultural system concerned with meaning: “a system of symbols which 
acts to establish powerful, pervasive, and long-lasting moods and motivations in men [5 /c] by 
formulating conceptions of a general order of existence and clothing these conceptions with ... an 
aura of factuality” (p.90).
Culture and religion, then, are inextricably interwoven and a common religious 
background gives an element of common understanding (culture) to people from different 
countries of origin. The influence of Confucian teachings is evident in the values of many East 
Asian Countries, even though the people may not know that they are adhering to Confucian 
principles (Smith & Bond, 1998). Similarly, many English speaking and Northern European 
people will regard themselves as individualist without being aware of the central part that 
protestantism played in the development of individualism (Lukes, 1973; Triandis, 1990).
Religion, then underpins the values even of many secular societies and a shared religion 
undoubtedly confers a degree of shared culture.
Religion & Coping
Lazarus and Folkman (1984) define coping as “[cjonstantly changing cognitive and 
behavioral efforts to manage specific external and/or internal demands that are appraised as taxing 
or exceeding the resources of the person” (p. 141). It is not a static resilience, then, but a dynamic 
process, potentially subject to influence by many variables. Put more simply, coping is "the effort 
to manage psychological stress" (Lazarus, 1999, p. I l l ) ;  Pargament (1997) defines it as “a search 
for significance in times of stress” (p. 90).
A broad distinction between two general types of coping is widely endorsed (e.g. Carver, 
Scheier, & Weintraub, 1989; Lazarus, 1999): problem-focused (active), aimed at problem solving.
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and emotion-focused (passive), aimed at controlling or reducing emotional distress. Although 
most types of stressors elicit a combination of both types of coping, problem-focused coping is 
conventionally regarded as more adaptive in circumstances when the individual has the ability to 
do something constructive to deal with the stressor. Emotion-focused coping, often found to be a 
less adaptive strategy, is sometimes more appropriate when the situation can not be controlled by 
the individual (Folkman & Lazarus, 1980; Lazarus, 1999).
There is a growing body of literature connecting religion and coping (Koenig, George & 
Siegler, 1988; McRae, 1984; Pargament et al., 1988; Pargament, 1997; Pargament et al., 1994). 
However, the extent to which religion is associated with active and/or passive coping strategies is 
moot: the empirical data to date are limited and mixed. Although some authors have linked 
religion with passive approaches (Dunkel-Schetter, Feinstein, Taylor & Falke, 1992), some have 
linked it with an active coping style (Carver et al., 1989; Zeidner & Hammer, 1992) and others 
with both (Keefe, Caldwell, Queen, Gil, Martinez, Crisson, Ogden, & Nunley, 1987). Pargament 
and Park (1995) review the data and suggest that there is strong evidence that religion provides 
ways of re-interpreting or re-evaluating the meaning of a situation, which might constitute either 
an emotion-focused or a problem-focused strategy. One way that religion can play a part in the 
problem-solving process (i.e. active coping) is by providing a framework for understanding 
(Spilka, Shaver, & Kirkpatrick, 1985). Religious beliefs and practices may guide the individual in 
the process of defining a problem, attributing causality and selecting solutions to problems 
(Pargament et al., 1988, Siegel & Schrimshaw, 2002).
Most of the research to date on religion and coping has included samples from one 
religion, usually Christian (e.g., Pargament, Ensing, Falgout, Olsen, Reilly, Van Haitsma & 
Warren, 1990; Pargament, Ishler, Dubow, Stanik, Rouiller, Crowe, Cullman, Albert, & Royster, 
1994; Pargament, Kennell, Hathaway, Grevengoed, Newman & Jones, 1988; Pargament, 
Tarakeshwar, Ellison & Wulff, 2001), sometimes Jewish (e.g., Zeidner & Hammer, 1992). There 
are, however, few studies comparing coping across faiths and relating coping styles to patterns of 
belief.
Although not relating to pain, one study, including samples from the UK has found that 
sampling by religion across nationalities rather than by country of origin is a meaningful and 
appropriate strategy (Safdar, Lewis, Greenglass & Daneshpour, 2003). Muslims in the UK, USA 
and Canada endorsed beliefs relating to fate and religiosity more than did Christians (both groups 
self-identified as actively engaged in their religion). Muslims also reported less proactive coping 
than Christians (Safdar et al., 2003). Loewenthal, Cinnirella, Evdoka & Murphy (2001) found
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that Muslims in the U.K. were more likely than Jewish and Christian respondents to say that they 
would use religious coping behaviour and were less likely to say that they would seek social 
support or professional help for depression. It is quite possible that similar results would not be 
found for problems that are perceived as somatic due to the stigma associated with mental health 
problems among Muslims (Pathan, 2004). However, as Muslims in the UK report higher levels of 
religiosity (Safdar et al., 2003) and a greater likelihood of using religious coping strategies than 
members of other religions (Loewenthal et al., 2001), this is a group that warrants specific 
research.
The potential criticism that sampling according to religion obscures differences in other 
variables such as nationality, is equally applicable to other sampling strategies. Much of the recent 
research conducted in the UK refers to South Asian participants, which would include Bangla 
Deshi, Pakistani, Indian and Sri Lankan participants. There is research indicating that Bangla 
Deshi participants do not respond as do other South Asian samples (Nazroo, 1997), and India 
alone has “many distinct ethnic groups, a complex caste system, at least eight major religions and 
15 official languages” (Peacock & Wilson, 2004, p21).
To summarise: Pain beliefs are important as they influence the experience, understanding 
and coping strategies of a person. Culture plays a significant role in the formation of pain beliefs. 
Sampling according to religion as opposed to nationality is a valid approach, particularly in 
services offered to a variety of nationalities. In the UK religious coping appears particularly 
salient for Muslims.
Aims and Research Questions
In order to offer better services to a diverse community, a greater awareness of the impact 
of culture on patients’ personal understanding of their own pain is desirable. Peacock and Wilson 
(2004) put it well: “As the UK becomes more ethnically diverse, clinicians are increasingly 
required to ... offer culturally relevant healthcare. Hence there is a greater need to understand 
ethnicity in pain management” (p. 19). There is evidence, for example, to suggest that members of 
ethnic minorities receive less analgesic medication and that this is primarily to do with the 
doctor’s perception of the patient’s pain (Bonham, 2001). Understanding, communication, 
cultural differences in pain expression may all be relevant. The aim of the present study was to 
provide information relevant to general, theoretical cross-cultural understanding as well as to 
specific, local service provision.
It was decided to focus on sufferers of chronic pain from a Muslim background as Islam 
is the second most common faith in the world (Pennachio, 2005) and in the UK (Office for
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National Statistics, 2003). It also is a religion likely to influence the understanding (world and 
pain) of immigrants to the UK from a number of countries. Such a focus, then, would potentially 
have wider applicability than sampling just one nationality.
Islam requires Muslims to acknowledge that there is just one God, Allah^, and that his 
final prophet was Muhammad. According to The Quran' ,^ people were created to worship God 
who is the omniscient and omnipotent creator. After death there is a day of judgement when 
people are judged according to their deeds (Pathan, 2004). God also causes suffering as an 
atonement for sins: “Whenever a Muslim is affected by illness, continuous pain ... Allah causes 
this to be an atonement for his sins” (Abu Hurayrah, cited in Pathan, 2004).
However, Muslims are encouraged to seek medical help because, as well as creating pain, 
God has provided remedies: “’Oh Allah’s messenger. Should we seek medical treatment for our 
illnesses?’ He replied ‘Yes, you should seek medical treatment, because Allah, the Exalted, has let 
no disease exist without providing for its cure” (Usamah ibn Shuraik, cited in Pathan, 2004). The 
prophet encouraged physicians and also visited the sick. There is no natural antagonism, 
therefore, between medicine and Islam.
It should also be acknowledged that a sample from the UK would not simply be Muslims, 
they would be British Muslims, i.e. Muslims at various points within a process of adaptation to an 
essentially non-Muslim society. This means that each respondents’ view of the world is an 
amalgam of perceptions derived from the host culture, their home culture and what Morris (2001) 
calls medical sub-culture. Acculturation has been shown to influence pain report (Peacock & 
Wilson, 2004). It is a stressful process and is associated with a variety of health outcomes (Beny 
& Sam, 1997)
Methods/Procedures 
Analytic Approach: The Social Constructionist Perspective
This paper takes the social constructionist perspective. Social constructionism has a long 
history, with links to diverse fields and disciplines, such as sociology, phenomenology, history, 
philosophy, anthropology and symbolic interactionism (Dittmar, 1992). The basic idea of social 
constructionism is the relativity of knowledge and reality: knowledge and reality are relative to, or 
related to, the social circumstances and environment under which they arise. Therefore, what we 
regard as reality is not absolute, it is socially constructed and exists in a particular social situation 
and is only understandable within the terms of that social situation. In other words, we only
 ^Interviewees used both terms (God and Allah). I will use the term God except when quoting interviewees 
or authors using the term Allah. In the present context, they are intended to be synonymous.
^ This spelling is used after Pathan (2004)
134
Major Research Project
comprehend experiences of reality in relation to the concepts and categories that we have 
available. As Berger and Luckmann (1966) put it, "what is real to a Tibetan monk may not be 
'real' to an American businessman" (p. 15).
Social constructionist perspectives emphasise the social origins of knowledge, rejecting 
the uni-linear determinism of mainstream Social Cognition. The main arguments are that we 
perceive the world the way in which we do, because we participate in socially shared practices 
and interact with the world, and that through direct and symbolic social interchanges meaning 
systems are transmitted, reproduced and transformed. Our knowledge and conceptual repertoire 
form the basis for how we understand our world (Dittmar, 1992).
Gergen (1989) suggests that four assumptions are inherent in the social constructionist 
perspective. First, there are many ways to understand the world; people have different experiences 
of reality and each experience is equally real to the person who is experiencing it. Second, one’s 
understanding of the world is a social product. An understanding of the world is different across 
time and culture, because the world requires an interacting group of people (e.g. a society). Third, 
people accept a particular conception of the world, not because it is empirically valid, but because 
it seems to work. Lastly, the way in which the world is described and explained influences, and is 
influenced by, the way that society is structured. Hence, the social world cannot be perceived and 
understood in a decontextualised way; it has to be interpreted through the categories and concepts 
that people use to appreciate it.
Such arguments leads some authors (critical psychologists, e.g. Hepburn, 2003) to be 
wary of using culture as a variable, or organizing principle, in the way that, for example, gender 
is. They would argue that this leads to a false impression of cultures as internally homogenous 
and static. Cross-culturalists (e.g. Hofstede, 2001; Smith & Bond, 1998) argue that recognizing a 
degree of consistency within a culture need not give this false impression, referred to as the 
ecological fallacy (Hofstede, 2001). There are measurable differences between cultures and 
examining people’s understanding in terms of cultural influence demonstrates the validity of a 
social constructionist approach rather than conflicting with it. One could argue that (cross- 
)cultural psychology is applied social constructionism; to observe cultural representations and 
cultural differences is to witness, and take a snapshot of, the process of social construction. 
Culture, then, is a valid focus for research, particularly research on meaning.
A Qualitative Approach
Given the social constructionist orientation of this research, which is exploratory rather 
than involving the explicit testing of hypotheses, a qualitative approach is desirable; it has been
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found in other healthcare provision contexts that a qualitative approach is theoretically preferable 
and more informative when a focus on the subjective experience of the participant is required 
(Lewis, 1994; Lewis & Williamson, 1995).
One might describe qualitative analysis as operating at three levels. It may simply 
represent data in a summarized, sometimes diagrammatic, form (e.g. Miles & Huberman, 1994), 
much textual analysis identifies themes within data. In the context of verbal data, it’s emphasis is 
on what people say (Glaser & Strauss, 1967; Lewis & Williamson, 1995; Smith, 1996). A third 
approach is more inferential and is concerned with the function of communication rather than 
with communication itself: why did someone say that, in that way. Conversation analysis and 
discourse analysis operate at this level (Silverman, 2000). This last approach would be 
inappropriate if the data were produced in respondents’ second language. One could easily over­
interpret what are simply grammatical errors. For example, from the present data set, the phrase 
“diagnosed me as fibromyalgia” could infer a particular identification with the diagnosis (not, for 
example, diagnosed my illness as ...). If the speaker is using their second language, though, this 
would provide an alternative explanation for the word choice. In the present study, a thematic 
approach, identifying what are the salient themes within the data, is appropriate. The concern is 
with trying to understand the representations that participants offer, not to consider what function 
the offer serves.
Interpretative Phenomenological Analysis
Interpretative Phenomenological Analysis (IPA Smith, 1996; Smith, Jarman & Osborn, 
1999; Smith & Osborn, 2003) is a suitable method as it is an approach to thematic analysis 
(Smith, 1996) which enables the acknowledgement of dual perspectives: "the phenomenological 
worlds of the participants and the conceptual framework of the researcher" (Speller, Lyons & 
Twigger-Ross, 2002, p.47). The emergence of themes is respondent-led to the extent that they 
reflect respondents' own representations, but these emerge within a theoretical framework 
provided by the researcher. This theoretical framework guides the interview structure as well as 
the analysis and, although the clean slate of grounded theory is attractive, the view is taken here 
that the researcher is unable to abandon previous theory. If, for example, respondents refer to 
control, such a prominent concept in contemporary psychology, it is unrealistic for the researcher 
to abandon all knowledge of constructs like locus of control (e.g. Levenson, 1981). With IPA, it is 
possible to focus on the themes that are salient to participants, interpreted in the light of existing 
knowledge. Smith, Jarman & Osborn (1999) regard this method as “particularly suitable” (p.220)
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for a study on the experience of chronic pain as the subjective experience is so influential, and this 
is what IPA attempts to access.
Sampling & Participants
Recruitment. The study aimed to explore the experience of pain for people from a Muslim 
background, so this was the group that was targeted for recruitment. Recruitment took place at a 
pain clinic. The inclusion criteria were 1) referral to the pain clinic where the study was sited, i.e. 
sufferers of chronic pain, and 2) a family background that the participant would describe as 
Muslim. Children, people with severe mental health problems, people with learning disabilities 
and other vulnerable groups who may not be able to give informed consent, were not recruited.
Potential participants were identified by clinicians from referrals made to the Pain Clinic 
at Kingston Hospital. On attendance at the clinic, they were given a patient information sheet 
explaining the study and inviting their voluntary participation. It was emphasized that their 
participation would be voluntary, that they could withdraw at any time, and that their decision 
whether or not to participate in the research would in no way effect the treatment they would 
receive from the Pain Clinic. Potential participants who expressed a willingness to participate in 
the study were given an information sheet and consent form at this point. After a few days, they 
were telephoned by the chief investigator. This delay was intended to allow potential participants 
the opportunity to make the decision whether or not to participate with their family if they wished 
as “medical decision-making typically involves the patient’s immediate family”, particularly 
among immigrant communities (Pennachio, 2005, p.3). Any queries they had were addressed at 
this point, along with confirmation of their eligibility for the study and reassurance of 
confidentiality. Informed verbal consent was obtained and an interview arranged. A consent form 
was signed before the interview began. Interviews took place at the Pain Clinic or at participants’ 
homes, according to their preference.
It was necessary to conduct the interviews in English as the researcher was not competent 
to conduct the interviews in any other language. In an attempt to include potential participants 
who may wish to have their voice heard but who did not speak English, all were invited to bring a 
family member (or other person of their choice) as an interpreter, if they wished. None chose to, 
although there is a risk that those who were least competent in English may not have made it 
through the referral route as far as a hospital pain clinic anyway. This is a limitation of this 
sampling procedure.
Sample. Eight participants were interviewed. Smith, Jarman & Osborn
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(1999) State that the method (IPA, see below) is appropriate for between one and ten participants. 
In a study on chronic back pain using a similar method, Osborn and Smith (1998) analysed 
interviews with nine participants. Osborn (personal communication) has suggested that more than 
6 participants can lead to an unwieldy data set for this form of analysis. Sample characteristics are 
shown in the table below.
Table 1.
Demographic characteristics o f participants
Gender
Male:
2
Female:
6
Pakistan: Morocco: Iraq: India (via
Country o f 4 . 2 1 Uganda):
parents origin 1
Urdu: Arabic: Punjabi:
First Language 4* ]** 1
Range: Mean: Born in UK:
Years in U.K. 4-42 yrs 27 yrs 2
Range: Mean:
Age 29-54 42 yrs
Married: Divorced:
Marital Status 6 2
Higher: Further: Secondary:
Education 1 3 4
Retired: Unemployed: Employed:
Employment 1 4 3
Musculoskeletal: Fibromyalgia: Migraines:
Pain 6 1 1
*(of which 3 = bi-ligual); ** (of which 2 = Moghrabi)
Approximately one third of those approached by clinicians expressed a willingness to 
consider participating in the study. Ten were contacted, of whom two declined to participate. One 
gave no reason, the other cited the sensitivity of the current socio-political situation vis a vis 
Muslims in the UK. She was reluctant to be recorded, on any topic, and express views as a
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Muslim, because she was scared of what she perceived as anti-Muslim sentiment in British 
society. This was within a year of the London bombings of July 7, 2005. More than one clinician 
expressed the view that a similar attitude contributed to some other potential participants’ 
reluctance to take part in the study. One interviewee gave an alternative explanation (discussed 
below).
Interview Content
A semi-structured interview schedule was developed in consultation with specialists in 
pain management and an academic colleague from a Muslim background. The chief investigator’s 
own experience of interview based research (Lewis & Williamson, 1994; Lewis & Ozaki 2002, 
2003), and of assessing and treating patients (Muslim and otherwise) at the research site also 
informed the development of the protocol.
The interview schedule covered the following areas: The problem for which participants 
had been referred to the clinic including the emotional consequences of the pain, and participants’ 
perceptions of its cause, controllability and impact on their future expectations; the reaction of 
others, in particular family members; participants experience of pain management services and 
other therapeutic interventions; how pain had been addressed within their family during 
childhood; ontological issues. Finally, participants were asked what had been the most useful 
intervention they had experienced. The focus on family was guided by the fact that the family is a 
prime vehicle of cultural transmission (Abu-Saad, 1984); the final item was intended to enable the 
termination of the interview on an optimistic note. See Appendix 1. for interview schedule. 
Language & the Issue o f Using Interpreters
Under ideal circumstances, all interviews would have been conducted in the participants’ 
first languages. As the researcher was only fluent in English this had to be the language used. 
However, Parkes (1997) has suggested that people who would use an interpreter through lack of 
confidence in their linguistic skills often, in practice, communicate better than anticipated if the 
interpreter is absent. I have had a similar experience with a client in the present research setting.
However, there was no wish to exclude non-English speakers, hence the invitation to all 
participants to bring an interpreter if they wished to. Aside from the cost and difficulty of 
providing professional interpreters, a decision was made to use interpreters if they were chosen by 
the respondent rather than imposing professional interpreters on them.
This was for reasons of respondent acceptability and confidentiality. Raval and Smith 
(2003) discuss the difficulties of using interpreters, a procedure which can have its own attendant 
problems, not least of which is confidentiality. Participants may feel more unwilling to disclose
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details of illness to a non-family member who is a member of their own community, than to a 
professional who is perceived as an outsider. It was the experience of clinicians at the pain clinic 
that Muslim clients sometimes bring a family member as interpreter to consultations. This would 
be regarded as positive rather than problematic in the present context: if the interview is 
conducted with two family members and they construct a representation of pain that they both 
regard as valid, this would strengthen the study. It may also aid communication and make the 
participant feel more comfortable. Although no respondents brought an interpreter, one would 
have done but was unable to, another’s marital partner was present and contributed a few 
comments. Given the exploratory nature of the study and the paucity of other research in this area, 
it was hoped that the use of English would still enable the collection of rich and important new 
data.
Particular care was taken in the interpretation of interviews with participants who were 
not fluent English speakers. In particular, transcripts were examined for points where the 
interviewer’s language could be regarded as leading, and such points were excluded from 
analysis.
Procedure
Having obtained ethical approval from the London-Surrey Borders Research Ethics 
Committee and the University of Surrey Ethics Committee (see Appendix IV.), participants were 
recruited and interviewed as described above. The interviews were carried out by the researcher, 
who audio-recorded, transcribed and analysed them. Tapes were destroyed after use.
The development of the themes was an iterative process with one interview being coded 
initially, then the second and third, etc, with additional themes being added or initial ones 
removed. In the first interview, for example, two themes were identified which were referred to 
by the interviewee on several occasions. One was subsequently referred to by all other 
interviewees {destiny) and was retained, the other {universal human condition) was not, and was 
not included in the final analysis. Similarly, the first two interviews involved stories of miraculous 
recovery from near death. No other interviews did, however, so this did not provide a miraculous 
recovery theme, but was subsumed within those relating to the nature of pain (which are given 
little discussion below), where it would be coded as bad! (inc. dramatic). Once the coding scheme 
had been developed over all interviews, all transcripts were re-coded with the final set of themes. 
Throughout the procedure, Elliott and colleagues’ (Elliott et al. 1999) and Stiles’ (1993) 
guidelines for qualitative research were adhered to as far as possible. As the same researcher 
conducted the interviews, transcribed them and conducted the analysis, intimacy and engagement
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with the material was not problematic; the development of themes involved a process of 
reformulation and re-interpratation, and all themes are grounded in the data produced by 
interviewees, although some are labeled according to psychological constructs (e.g. external locus 
of control, downward social comparison).
Validation
Interviewees were given the opportunity to receive and give feedback on the results of the 
analysis. Two of the eight respondents did not wish to discuss the results, four of the remaining 
six discussed them in detail. This process enables a validation of the final themes (Elliott, Fischer 
& Rennie, 1999); if they are unrecognizable to interviewees, there is a problem of validity. This 
was not the case. Some potential themes that had arisen in the early interviews had been discussed 
with the later interviewees and some potential themes had been abandoned on this basis. For 
example, one response to children in pain was dismissed on this basis as specific, either to the 
interviewee or to the situation described, rather than common to Muslims. None of the final 
themes were unrecognizable to any interviewees, even if they had not arisen in their own 
interviews. If interviewees did not hold certain views, they confirmed that some Muslims did, and 
they did not regard them as misrepresentations or misunderstandings on my part. This applied to 
the notions of pain as a punishment, and as a result of malevolence.
Two further attempts were made at validation of the themes. The first involved an 
academic colleague with experience in cross-cultural research whose own family background was 
Muslim. A complete interview transcript was examined with a view to spotting potential themes 
that I had missed, or challenging unpersuasive ones. Although no themes were changed by this 
process, some leading comments on my part were identified, which alerted me to their presence in 
other transcripts.
The final analysis was also considered in detail by the same academic colleague and by 
an Imam who was the Muslim Chaplain at two London hospitals. Again, none of the final themes 
were abandoned through this process which served more to confirm the validity of themes that I 
had been uncertain of (again, pain resulting from the malevolence of another is an example). 
Confidentiality
The researcher had no access to medical records. The only personal data that were stored 
were the interview transcripts which were anonymized and any potentially identifying 
information was omitted. The data were stored in password protected files with participants being 
allocated an identification number, with the match known only to the researcher.
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Transcription
Interviews were transcribed verbatim. The fact that English was some interviewees’ 
second language is evident in the transcripts, no corrections to grammar, sentence structure or 
word choice have been made. By transcribing interviewees’ statements as they were spoken, it is 
hoped that the reader can judge the validity of any interpretations offered.
Principles of transcription suggested by O’Connell & Kowal (1995) were adhered to. 
Although transcription was detailed, not all paralanguage was transcribed: only analysed bits of 
discourse (i.e. words) were transcribed except where they will help the reader. In this instance, 
paralanguage such as “Um”, “erm” and “Mmmm”was transcribed to the extent that it was useful 
to the reader (to, for example, indicate the speaker’s hesitancy). Graphemes were not used and 
punctuation was used conventionally in the text; dashes were used to indicate pauses. The internal 
integrity of words is interrupted in the transcripts only when the speaker has done so. A word 
broken off would be indicated with brackets, thus: “I’m getting disa[]”. My subjective perceptions 
are not recorded as objective measures. Any subjective observations are indicated within brackets: 
e.g. [sighs]. Otherwise, brackets are used to indicate a word or question inserted into a quotation, 
to aid clarity for the reader. This could be to indicate anonymised identities (e.g. T[husband]), or 
to indicate insertions into interviewees’ narrative to provide explanatory context (e.g. “[make you 
sad or angry?] Sometimes yea,”). No comments of mine are included in transcriptions except 
within brackets and no symbols are used for more than one purpose. Finally, omissions from a 
quotation are indicted, as with written text, thus:.... The basic principles are parsimony and 
intelligibility (O’Connell & Kowal, 1995).
Analysis
Analysis of the transcripts led to themes which grouped into six broad categories. These 
were, to some extent, a product of the interview structure.
Causes o f Pain. This may relate to initial onset, triggers and exacerbating factors, things 
that are perceived to cause or heighten the experience of pain.
The Nature o f Pain. These include descriptions of pain itself and other comments on its 
nature (e.g. spreading, localised, constant, extreme, fluctuating).
God, Religion & Destiny. These are linked because interviewees perceived them so. Any 
themes that directly relate to religion are included here. It should be noted that themes are linked, 
or categories overlap. There are, for example, perceived causes of pain which are associated with 
religious perceptions.
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Reaction to & Consequences o f Pain. These are personal responses to pain. They may be 
behavioural, attitudinal or emotional. Again links between themes are evident. For example, 
certain ways of reacting to pain (e.g. praying) are guided by religious perceptions.
Reaction to Others ’ Pain. As they were asked about separately, some of these are 
responses, specifically, to children. Again some of these reactions are guided by religious 
perceptions.
Therapeutic Interventions. These are interventions by others. They may be bio-medical, 
complementary or traditional. The themes in this category also include comments about the 
interventions, usually their failure in some respect. Some of these comments, referring to 
iatrogenic pain, link these themes to the first category: causes of pain. Others, again, are guided 
by a religious view.
A comprehensive lists of themes identified in each category is shown in Figure 1, below. Given 
the rationale for the present study, the following analysis emphasises themes that relate to 
respondents’ religion, and their experience of services and other interventions. The nature of pain 
will not be discussed as there were relatively few statements in this category and most of those 
appeared to reflect an experience that would apply to all chronic pain sufferers. Reactions to 
others’ pain will also be discussed briefly for similar reasons.
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Figure 1.
CAUSES OF PAIN NATURE OF PAIN
Physiological Runs in families Burning
Injury (inc. minor) Personal weakness Heavy
activity (inc. little, sitting. Self neglect Localised
sleeping flat) Lack of Support Spreading
Age, wear & tear, illness Unhappiness/worry Bad! (inc. dramatic)
Stress (light, noise, heat, cold.
climate, sleeplessness) overlap with:
Life Events (loss of job. God/Religion/Destiny
Bereavement, overwork) Failure of intervention
GOD/RELIGION/DESTINY
God/Destiny, It is written 
Test vs. punishment 
God/faith helps 
shared responsibility 
Hidden, only God Imows 
Human condition 
Cleansing, Curse____________
RESPONSES
Seek professional help (faith 
in experts, seek cure) 
Internal/external LOC 
Ignore (esp. at first)
Express (complain)
Self-management (exercise, 
self-talk, distraction, 
problem solving, relaxation 
& visualisation, pacing, diet, 
warmth, climate)
Comfort/self-soothing
Keep still, isolation 
Limits activity
Changed expectations 
Return to family 
Accept social support/talk 
(inc. seek attention)
Responses Related to Religion 
Muslim ID
Prayer/invocation/Koran 
Belief/Trust in God 
Accept (persevere)/endure 
Don’t complain.
Don’t spread misery 
You are lucky (count your 
blessings)
Downward social comparison
RESPONSES TO OTHERS’ 
PAIN
Visit (phone)
(No/declining) sympathy 
Acknowledge/accept 
Emotional support 
Practical help 
Financial help 
Gender differences 
God/prayer
Emotions'.
Anxious/fearful
Sad/depressed
Self-conscious/no confidence 
Angry, tense 
Tired, Guilty
Show your pain behaviourally 
Adopt sick role/ID._____
To child's pain 
Hugs
Encourage 
Teach ways to react 
Give treats 
Practical help
Respond to parents
TREATMENT
Acupuncture
Massage
Manipulation
Remedies
Tens machine 
Hydrotherapy 
Physiotherapy 
Y/CBT
(herbal, homeopathic)
Medication 
Injections 
Surgery 
Physical aids 
Tests
Failure o f intervention: 
Don’t work/ doesn’t know 
Error/inconsistent treatment 
Side effects
Temporary relief = no good 
No blame
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Causes o f Pain
Many of these causes do not conspicuously reflect a Muslim perspective, but they are 
included briefly here because, to some degree, they might reflect the experience of immigrants. 
Although the causes of pain may be of a similar variety for many people, migrants are liable to a 
variety of stressors which might contribute to the experience of pain. At one level, pain can be 
explained in terms of organic damage. These are physiological, biomedical explanations (e.g. P.: 
“it’s like a damaged disc in the lower spine ... very lower back: L4 and L5”). Such damage may 
be caused by injury, either major, or minor. Activities such as prolonged heavy work or 
childbirth, as well as a small movement, can be the perceived source of pain. Inactivity, sitting or 
sleeping, can be causal, as can age, illness and wear and tear. See Table 2 below, for examples.
Table 2.
Causes o f Pain Associated with Injury & Activity
Major injury:
E. “in my country I had some problems with the government and they took me to - you know -  
jail. ... I think that because they hit me you know everywhere on my body”
Minor injury:
F. “I just bent down to open the oven door and that was it -  it went”
Overwork:
A. “it could be -  because of my activities, I was working in agriculture ... for 20 years - o r  18 
years... .agriculture, cutting lettuces. While we cut lettuces you stand, and then you bow down. 
and then you cut it, then up, down and put it in a plastic bag. That’s for -  18 years, that’s one 
thing, and secondly, I spent about 6 years, 8 years in a kitchen, porter doing heavy stuff.”
Childbirth:
C. ”It was very very difficult when I give, delivered my son it was very very painful.... the pain 
was all my back and maybe that pressure it got worse, or some tissues are tom”
Small movement:
H. “I would just turn back and pick something -  and then for days and days I would crawl with 
pain”
Inactivity:
C. “if I’m sitting for so long, I feel pain too”
Illness:
H. “Oh I haven’t slept all night I’ve got a headache because of my diabetes”
Stress as a cause of, or factor in the experience of, pain was a strong theme. This can be 
expressed as a general term, or it can relate to specific stressors (light, noise, heat, lack of sleep.
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cold climate), some of which can be major events (bereavement, divorce, job loss). Alternatively 
it can be the emotions associated with stress rather than the stressors themselves that are invoked 
(unhappiness, worry). Sometimes a combination of stress and a lack of support was invoked. See 
Table 3 below.
Table 3.
Causes o f Pain Associated with Stress
Stress in general:
B. “maybe stress ... I always think it does get worse with stress”
Sleeplessness:
G. “Tiredness is a big factor. I can’t sleep very well at night”
Environmental stressors:
D. “heat! If the room becomes very hot”
Climate:
A. “they say’“go home, there it is hot -  warm! Go back to 0[countiy], it is warm there, the illness 
you’ve got, there it is better than here because in O they don’t suffer much with arthritis, because 
it’s warm and nice.’”
Life Events:
A. “when I stopped working - 1 start to feel it.”
H. “I was going through two bereavements at that time. One was my divorce,... plus, it affected 
my back. My back was really affected very badly”
G. “I lost my father a few, two years ago, so that’s taken a bit -  a lot out of me. And, um -  losing 
my father was a big thing for me. The pain got worse after I lost my Dad.”
Emotional Distress:
G. “Worry”,
B. “I think it’s unhappiness”
Absence o f Social Support:
B.”it is stress isn’t it really, it’s having to share it with someone, not being able to share your 
stresses with someone”
C. “Well, it can be stress, or it is stress, or it has some link with stress because I feel lonely - 1 
mean if he[new husband] was with me, he can do half of it and I can do half,”_________________
Pain can result from something that runs in families, or it can result from personal frailty 
(C. “Maybe I have a weakness or, I have no idea.”), or from self-neglect (E. it’s my fau lt.... 
Because I didn’t take care to myself’; G. “I just think, over the years, where I never got help when 
I should have got help in the beginning, erm, I made it, I got myself worse.”).
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Overlap with Religion and Therapeutic Interventions
There are two areas where causal explanations overlap with other thematic categories: 
religious explanations for pain, and pain that results from some therapeutic intervention. These 
are discussed below in the relevant sections.
God, Religion & Destiny 
All but one interviewee explicitly stated in one way or another that the ultimate or super­
ordinate explanation for their pain was God, who writes everyone’s destiny. It is more often 
destiny that is invoked, but sometimes causality is attributed directly to God. This was a 
prominent theme. As everything stems from God’s intent, this includes pain.
Table 4
Religious Causality
God & Destiny
A. “God gives, God takes. Because this is, - 1 believe that God wants me to have it since I was in 
my mother’s womb. That’s what we believe as Muslims, you know, because when you - before 
you are bom God writes your destiny: If you’re going to be rich or poor, if you’re going to live 
long or ... a short time, if you’re going to be skinny or fat, if you’re going to be ill or -  healthy ... 
because it’s written there, you cannot avoid it”
B. “it is in fate that someone’s going to get cancer, someone’s going to have an accident, 
someone’s going to die of old age sort of thing, that I call as fate ... That’s God’s bla[me], that’s 
fate, that’s God’s blame
C. “Of course it was written like this, everything is written there, you know, whatever going to 
happen ... it w destiny and it is written for me”
G. “one has to say Hamdullah because at the end of the day, if God wants you to be in pain, 
you’re in pain”
Pain from God
B. “why did God have to do -  do all this to me”
C. “he gave me this pain, he chose me, to give me this pain.”
F. “God gives people different things ... so God makes you i l l ... God has done this”_________
Why does He?
This is a vexed question. Why does God sanction suffering? There are two clear 
responses to this: it may be perceived as a punishment and/or it may be seen as a test.
Interviewees were much more likely to regard it is a test, or, at least, to say that they did. No 
interviewee said directly that they believed they were being punished, although some appeared to
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have considered the idea. On the whole it seemed that interviewees were less reluctant to say that 
some (i.e. other) people believe it is a punishment than that they, themselves, did.
Table 5
Punishment or Test
Punishment
I. “Is it a kind of punishment?”
A. “Maybe. You could interpret it as you wish.”
I. “Does it feel like a punishment to you?”
A. “No. ... Accept your destiny -  what you are.”
I. “Does it sometimes feel like you are being punished?”
A. “Sometimes ... I don’t know [what for], could be anything hidden I don’t know ... could be I 
done something I’m blind I cannot see it. I think it’s alright but it’s wrong.”
B. “I don’t -  see like- as puni[], I don’t think God, you know we all pay for all our, but, I don’t 
see it in that way -  that you get pain because you’re punished.”
E. “Yes, but sometimes when -  when you feel very bad it’s like a punishment from G od.... 
because maybe if I’m not good, or I’m not right, sometimes. But [laughing] I didn’t think that.”
S. [H’s husband] “the people that she’s talking to more and more about this are all inclined to 
believe that it’s a punishment”
G. “Sometimes I feel guilty ... I don’t know what I’ve done wrong ... Probably something that’s 
haunting me from the past”
H. “people are very frightened to talk about the pain. Like I said to you, most of them think that 
it’s more than pain they’ve got and they are frightened to talk about i t . ... They think probably,... 
-  it’s a thing from God like God is punishing yo u .... And they will not say”
Test
H. “if you think like it’s a test it’s more better, because you can encourage people, that if you are 
tested, you have to get better and you have to be brave and strong. But if you say it’s punishment, 
it’s terrible -  people give up like that.”
C. [sigh] “He tests the people who he loves.... he wants to see me how patient I am, how horrible 
I am, what I do with my things.... It’s not a punishment, it’s a test for me, how I’m going to cope 
with my pain.”
F. “Why me? I don’t know it’s just what God has decided for me, you know, whatever happens is 
his decision and I feel they’re all tests, that we’re put through, purely.”
God, as the author of destiny, is, of course, responsible not only for pain but also for it’s 
relief. The view was expressed by several interviewees that if medicine (or anything the doctors 
or anyone else did) worked, it was because God was allowing it to. To some extent, if God causes
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pain and cures it, or enables others to do so, and if this is the destiny that he has written for you, 
this could be perceived as relieving the sufferer of responsibility for their condition, but 
respondents, almost unanimously, denied this. The principle is similar to that voiced in the 
Christian saying: “God helps those who help themselves” (C. “Exactly, that’s what we say as 
well”). It is not enough to simply rely on him, there is what Pargament and Park (1995) refer to as 
collaborative coping, a perception of shared responsibility. For some, this ties in with the notion 
of it being a test, for others it seems to relate more directly to the Quranic encouragement to 
utilise the services of doctors, so it is one’s personal responsibility to do so; after all, he put 
doctors there as a resource to be used and if their medical science is effective, that is, ultimately, 
because he permits it to be.
Table 6
Shared Responsibility
A. “he didn’t say when you ill you don’t look for something to cure yo u .... you still look for 
something to cure yourself.... the person who was worshipping God and then came a tiger and 
killed him and then when he died, asked God, why you kill me, he said, I plant a tree why don’t 
you climb it.”
C. “there is no help from him if you don’t want to do it. That’s what I believe as well. OK. If you 
want it, he’s with you. ... You have to try .... It’s like you’re sitting at home, yes, and asking him 
‘send me food’. There’s no angel going to come and bring a tray of food in front of you, unless, 
you go out, work hard, you will get your food and his blessing and his help is there”
F. “God puts us in situations to test us and we don’t, you can’t sit there saying ‘OK now what’s 
going to happen’. He’s testing us to say ‘what are you going to do about this ... you know every 
situation we’re put in is a test really’”
H. “When we pray we ask help from our God. That doesn’t mean that he’s going to tell, he’s 
going to send you some devil or magic to get it better. He says go to the doctor and that’s what 
I’m doing. I’m going to the doctor and I ’m following the doctor’s orders.”
H. “You can’t say that it comes from God and you have to suffer you have to live like that. There 
are doctors here and you have to go to them and get help .... I say that he’s given you brains to go 
and do something about it. I wouldn’t say that he say that ‘I’ve given you pain and you stop here 
with the pain’ No. You have to do something about it.”
G. “it’s always in my mind that God will help me in every step and me being strong and asking 
for help at the right time when I needed it and putting faith in the doctors, to help me get a bit 
better,... I’ve got faith in Allah that I will get better ... if I really want to -  and with the support 
of the doctors and the treatment. I’ll get better.”
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Pain cleanses sins
Another idea relating directly to a religions understanding of pain echoes the notion
(above) that pain expiates sins. This was not a theme referred to by many interviewees, indeed,
this was the clearest statement of this view:
F. “in our religion you believe that when you’re put through pain whether it be physical 
or mental, all of your sins are being washed away ... when you’re ill it’s like your soul is 
being cleansed. And if you can believe those sort of things and accept them then you 
won’t wallow in it.”
‘Count your Blessings others are worse o ff
Also seeming to serve the function of preventing sufferers from wallowing in their pain, a 
strong theme, voiced by every interviewee, is that of ‘counting your blessings’, of perceiving that 
one is lucky that one’s circumstances are not worse. This often involving a downward social 
comparison invoking the idea that a lot of people are in a more unfortunate position.
Table 7.
Count your blessings, others are worse o ff
A. “I see it around me worse people than me. What about blind person how he knows what 
whiteness is if he’s bom blind ... or if it’s black, because he doesn’t know -  or snow, the colour 
of snow, the colour of tomato, the colour of this or that. So that’s more bad than me. ... The 
person who - he has to rely on people to take him to the toilet or wash him to do things for him -  
I’m still doing these things ... So, when I think about these things I think “Hamdurillah” It’s 
good!”
B. “to me my life has always been hell as far as I’m concerned. And I say that but I thank God for 
a lot of good things, you know what I mean.”
C. “he chose me, to give me this pain. There are lots of other people who he chose to give more 
than me. ... maybe some people who has more pain than me ... it can be worse, it could be 
worse, and maybe it’s very less he gave me”
C. “that’s what I think, that’s what I’m teaching my son as well. If you have less, think -  if the 
child who has less than you, how will you, you know, be. So better you have, you know, this 
much. So be happy with whatever you have.”
E. “there is more people worse -  I’m better for more people ... I am very lucky I have something 
like this -  it’s simple -  all the people in K[country] die, you know”
F. [to child] “I would say that you know, explain to her that God gives people different things and 
she’s very aware that, you know, there’s children who don’t have any food, and who don’t have 
any water, and things like th a t... if you’re better off you have to thank God all the time that 
you’ve got these things”
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F. “we’re ail given different things in our life, and OK I have pain, constantly, but I don’t have 
money worries. I mean we’re not loaded but we’re comfortable.... OK I have the pain, but I have 
all these good things” ____
Prayer
Prayer itself may be seen as a request for help, but it is also perceived as directly 
beneficial by some interviewees. It should also not be over looked that destiny is not entirely 
immutable, and prayer is one of the ways one might accomplish this.
Table 8.
Prayer____________________________________________________________________________
C. “every day I was praying to God: T need your help, I want to succeed, I want to live because 
you gave me my responsibility to live’”
C. “when I’m angry I try to be calm and be quiet, and go to my room .... and I pray, because we 
pray 5 times a day, so I pray. ... I just pray to God ‘help me please’”
F. “when you are sick you pray to God and you pray for him to make you better and everything- 
doctors medicines everything”
F. “she [relative] just says to God “Don’t put me through this, I can’t cope”. Help me out I can’t 
cope”
H. “When we pray we ask help from our God.”
G. “Definitely - 1 feel better in my self, praying 5 times a day, asking God to help me get better, 
get stronger.... praying 5 times a day helps me a lot and ... listening to the Quran, helps a lot, 
relaxes me”
F. “but the power of prayer can change God’s will. So if you, you know, not just pray as in 
praying, but if you worship God, and worshipping God can be doing the things God said like 
being kind to your neighbour, going to visit someone who is sick ,... it’s written, but you have the 
power through your prayers and through your actions and through the way you lead your life to 
change that destiny”____________________________________________
Pain caused by a curse
A further theme relates to the possibility that pain can result from the malevolence of 
another, that someone has “done something” to the sufferer, specifically that someone has cursed 
him or her. This was only spoken of by one interviewee, sometimes in the former, less specific 
terms, at other times referring specifically to curses and the process by which they can be 
diagnosed: that accusations are often within the family.
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Table 9
Pain Caused by a Curse
H. “a friend of mine -  we’re schoolfriends -  childhood friends,... and she felt that somebody has 
done something to her that’s why she’s got this cancer.”
H. “They think it’s something to do with the religion, when somebody has done a bad curse on 
you”
H. “I’m sure every family has problems, we all have some sort of family problems, so they catch 
you from this, they say “Ah you have family problems, there is, that person has done something to 
you. It’s not a nice person” ... They start breaking families. They’re faith healers, and then they 
cause conflict in the family, plus they make you worse. It’s a shame.”________________________
Responses: Reactions to & Consequences o f Pain 
Many statements indicated a reaction or response to pain; these may be behavioural, 
cognitive or emotional responses. Some may be perceived as a consequence of pain (i.e. what 
pain does to you, e.g. C: “it’s making me very very miserable”). Others may be described more as 
a deliberate response, and they may combine cognitive and behavioural elements (e.g. C.: 
“sometimes I make myself; T have to do it, I have to do it’”), or are linked so that, for example, 
an attitude of faith in experts leads to the behaviour of seeking expert treatment.
Responses Related to Religion
Some responses stem explicitly from interviewees’ religious perspective. These would 
include praying, thanking God for one’s good fortune, having trust or faith in God’s help, or 
directly invoking one’s Muslim identity.
Table 10.
Responses Directly Related to Religion 
Pray
B. “I’ll pray. ... I attempt to pray to help the pain, so the pain’ll go”
C. [most useful thing?] “First, I say my prayers”
H. “When we pray we ask help from our God”
Thank God
G. “Everyone has pain, everyone gets sick for their own reasons, and I always wake up in the 
morning and I always say ‘hamdullah’”
A. “when I think about these things I think ‘Flamdurillah’ It’s good!”
F. “you have to thank God all the time”
Faith in God(‘s help)
B. [comfort from religion?] “Oh I do, I do believe if I’ve got pain God is the one who cures it”
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G. “they say put your faith in Allah, God. He’s going to help you and hopefully everything goes 
w ell... I ’ve got faith in Allah that I will get better”
Muslim Identity
G. I’m Muslim, I’m proud to be a Muslim and praying 5 times a day helps me a lot____________
Responses Consonant with Religion
Other responses also appear to reflect religious views, but the link is less clear; it may be 
more accurate to say that they fit the religious perspective rather than deriving explicitly from it. 
For example, there is a striking faith in the expertise of professionals, medics and others, which 
need not be religious but, given that the explicit notion exists that God makes cures available to 
doctors and that one should seek medical help, this faith in medical expertise is entirely consonant 
with a religious motivation and seeking the help of professionals may even be seen almost as a 
quasi-religious act. This applies to other experts as well as medics, and although seeking cures 
from experts may appear to be placing responsibility in the hands of others, it may be seen (if the 
alternative is not seeking help) as taking some control, or initiative, oneself. This faith in doctors 
can be over-optimistic, which can lead to disappointment when high expectations can not be met.
Table 11.
Faith in Experts_____________________________________________________________________
He says go to the doctor
A. Like Tramadol they give me, why I take it because I believe in science, and then I take it. If 
it’s that Tramadol in herbs, in a basket, I wouldn’t take it
A [you trust in God] Yes and at the same time I trust science, I believe in science as well -  in both 
of them.
C. “I’m using them [doctors] so I don’t have to make other people, you know, my neighbours or 
my friends or my family members or my other people around my area, miserable with my 
disease.”
C. “I’m doing good, because I’m coping with my pain. I’m not complaining too much. I’m going 
to the authorities who can do help for me”
G. “I’ve got faith in Allah that I will get better ... with the support of the doctors and the 
treatment. I’ll get better”
H. “He says go to the doctor and that’s what I’m doing. I’m going to the doctor and I’m following 
the doctor’s orders”
G. “me being strong and asking for help at the right time when I needed it and putting faith in the 
doctors”
Other Experts
E.[could you get your wife to massage it?] “No -  because they need some professional”
F. “when I ’m desperate and that’s why then I go off to the osteopath or whatever”
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Doctors can not fulfil expectations
C. “I was very very sad, because I thought the bone doctor can do anything and he can, you know, 
bring the pain out and that’s it. I’m going to be fine.”
F. “the tablets were supposed to work, you know you pop a pill, they should work”
Before seeking professional help, ignoring your pain, or bearing it with patience, is a 
strong theme and appears to be a common strategy, particularly at first. Unfortunately this can 
often make it worse. When it can be ignored no more, then bearing your pain without undue 
complaint is a strong theme, it burdens others and spreads your misery to those who do not 
deserve it. Again, this can have a religious gloss to it. Attempting to carry on with your work or 
tasks, and not complaining about your pain, is entirely consonant with the idea of accepting your 
destiny (or, perhaps, punishment). One interviewee told me a proverb which, if I understood 
correctly, translates as ‘a poor man who accepts his lot in life is better than a rich man who 
continually prays for more’. Certainly the themes of accepting your pain and not complaining 
were strong ones, connected to the idea (discussed above) of pain being a test, and are, of course, 
supported by the idea that one’s destiny could be worse.
Table 12.
Bear your Pain___________________________________________ __________________________
Ignore at first
A. “It started long ago -  but I didn’t notice because I was very strong, young, and then I didn’t 
notice it -  it was just symptoms it -  came and goes, and then I didn’t give it any serious thought.”
H. “and probably I did not bother m uch,... I didn’t bother about my back I was so much involved 
in research and all that, I wanted to progress in my work”
G. “I never shared it with my doctor for a long time, I s[] - 1 held pain in, I didn’t ask for help”
D on’t Complain
B. “when I’m out there I put on an act and I’ll be brave and I, you know, sit up straight”
D. “even if he’s suffering and you know he really wouldn’t make too much out of it, in fact he 
wouldn’t tell me that he’s suffering ... he suffers a lot more major ailments and doesn’t really 
complain”
F. “I think because I don’t -  you know, I carry on about... people don’t see it because I’m not 
one to say ‘Oh I’m not doing this today because my back’s really bad’”
H. “my sister rings me and she says -  Oh I’ll say I’m fine, even if I’m in pain .... I don’t want to 
complain all the time, you know, then you become that you’re moaning all the time and the pain 
is in your mind all the time then”
Don’t spread your misery
A. “I’m not burden to them, to let them avoid my pain”
C. “be patient, instead o f ... making the life miserable to the others, to your family, to your son, to
your outside people -  your neighbours, or damaging any body else”
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The result appears to be a reluctance to acknowledge pain (probably a plausible strategy 
at first, or with a temporary condition); once it is acknowledged, expert help is sought for a cure, 
but beyond taking a prescription, interviewees (in the main) appeared to prefer to see 
interventions as things being done to them with the aim of a cure, rather than as pain management 
strategies, locating control externally. Sometimes a particular coping strategy is adopted as if it 
were a prescription for medication (e.g. listening to a relaxation tape once per day), a strategy 
which externalises a coping mechanisms which could be perceived as under internal control. The 
predominant attitude is one that might be characterised as an external attributional style.
Table 13
External Locus o f Control
Interventions Done to One, not Self-Management
F. “certain stretches kind of help sometimes -  seeing -  an osteopath. Again because there are 
stretches that I can do but it’s almost like the stretches need to be done to me ... that has to be 
done by somebody else. It’s not something I can do”
F. “deep relaxation -  but, you know not something you can do on your own but just erm like you 
know with music and someone talking you through like a visualisation to really, really switch you 
o ff’
G. “I need them more than - 1 feel confident and reassured when I see a physio because they guide 
me through the little exercises tht I can do, but now it’s just stopped because they said there’s not 
much I can do for me any more”
External Attributions
C. “No, I don’t have control, the pain has control on me”
E. “I can’t do nothing, what can I do?”
F. “it doesn’t matter what I do it hurts ... it’s there and there’s nothing I can do”_______________
However, there is some evidence o f strategies that could be referred to as self­
management. These may be accidental, such as children serving as a distraction, or spontaneous, 
such as going for regular walks; or they may stem from interviewees’ religious perspective. For 
example, some of the exhortations that people use to encourage themselves are, in effect, positive 
self-statements, and the idea of counting yourself lucky because others are in a worse situation 
could constitute cognitive re-structuring. This would apply to the theme referred to as Count your 
Blessings (above) which comprises a re-framing of one’s predicament. Prayer, or listening to 
recitations of the Quran could serve as a distraction from pain. It might also have an intrinsically 
relaxing aspect by association, certainly one interviewee perceived it so. There is also evidence of 
strategies like problem-solving and pacing, i.e. changing one’s physical environment or 
modifying one’s own behaviour in an attempt to avoid exacerbating pain.
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Table 14
Self-management
Distraction
H. I feel like if Fm in company I am able to do things. I feel a lot better, you know Fm involving 
myself in something else”
G.Trying to block it out -  block the pain o u t... if my kids are with me they make me forget my 
pain ... once the kids are up in the morning Fm in severe pain, but they help me stop it.
Exercise & Involving Partner
E. “but I always walk for one hour”
A. [wife helps] “like take me for a walk sometimes -  we go a walk”
H. “I do keep myself mobile. I go to the gym, and in the pool, I will go for an hour an a half, 
slowly doing front crawl and freestyle and the back-stroke gradually, and then I walk in the water 
and the physiotherapist, she’s told me what exercises to do, and she has told S[husband] how to 
massage my back”
Pacing
H. “So I started using the wheelchair, and when I used the wheelchair for a few days and walk a 
little bit I was fine”
H. “But now I can balance it and I know how far to go, and I won’t step -  before I did that all the 
time, if I was 5 minutes I could stand in the kitchen, Fd be there for 15 minutes”
Positive Self-Statements
C. “sometimes I make myself; T have to do it, I have to do it’”
Cognitive Re-Structuring
F. “OK I have pain, constantly, but I don’t have money worries And so, it’s like, OK I have
the pain, but I have all these good things”
E. “No there is more people worse -  Fm better for more people ... I am very lucky I have 
something like this -  it’s simple -  all the people in K[country] die, you know”
Problem-Solving
H. “Now we have got a dishwasher Because I can’t stand at the sink”
Relaxation & Guided Imagery
A. “When T[psychologist] told me to think about good things ... relaxation, that’s what Fm 
talking about -  we do close my eyes, breathe in, breathe out -  that’s good, I didn’t know before 
that.”
Warmth & Distraction
A. [hot stone] “when you have the pain and it does that, I don’t feel the pain I feel the heat.... Its 
like that tens machine I had from the clinic”
It should be acknowledged that, although they were evident, with the exception of the re­
framing or cognitive re-structuring involved in counting your blessings, these self-management 
strategies were lass salient within the data than the more externally oriented attitudes.
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There is some evidence of a theme identified by Rogers and Allison (2004) among a UK 
sample of South Asians, that of ‘staying still’. Of course, pain restricts movement anyway, but 
sometimes the extent to which people avoid movement is probably not useful (de Jong, Vlaeyen, 
Onghena, Goossens, Geilen & Mulder, 2005). This is not exclusive to Muslims, “many chronic 
pain patients are fearful of exercising” (Turner & Keefe, 1999, p.529) people often interpret pain 
as indicating fresh tissue damage and, therefore, avoid any movement which results in pain, a 
strategy which reduces rather than enhances one’s ability to cope with the chronic condition. It is 
not possible, therefore, to say that it is a particularly strong tendency in this sample (as compared 
to other chronic pain sufferers), even so it should be noted that it is present. Interpreting pain can 
be difficult for many lay people. This would seem to reinforce the external attitudes and faith in 
experts already referred to (G. “I need them [physios] more than - 1 feel confident and reassured 
when I see a physio because they guide me through the little exercises that I can do, but now it’s 
just stopped because they said there’s not much I can do for me any m ore.... you might be doing 
it wrong -  you might be doing more damage.... I don’t know if I’m doing it right or wrong”).
Although undue complaint is undesirable, people can and do express their pain (although 
it is less acceptable for adults than children). Even if they do not complain openly, there are ways 
of expressing one’s pain behaviourally and there are, of course, secondary benefits of the sick-role 
(although this was infrequently referred to, and then only with reference to others).
Table 15.
Expression o f  Pain
Express
B. “my daughter kept hearing me screaming”
E. “so I try to tell her ‘the pain start again’”
H. “I’ll say ‘I’m down I’m crying with my pain’”
Children
A. [as a child] “When you fell over and then you cry, and then you rub it”
H. “when you are a child and you will start crying. You know you ventilate a feeling and crying 
that you’re in pain”
Express Behaviourally
F. “in the morning, in order to brush my teeth I generally have to kneel on the floor because I 
can’t bend that, you know, just lean over the sink first thing in the morning, so, things like th a t..., 
if he sees me, you know, doing something and just sort of “tsss” [wince & intake of breathe]”
B. “and I have my kids saying ‘look at you, you always, you know you walk like an old woman’”
157
M ajor Research Project
Secondary Gains
F. “when she’s unwell, she goes through an episode of being very unwell she gets the pleasure of 
telling people because then the phone calls start coming in suddenly she starts getting all this 
attention and, I suppose, people like that”_______________________________________________
Any such benefits, though, are minor compared to the negative emotional impact of 
chronic pain. It is no surprise that almost all the emotions expressed in relation to pain are 
negative: sadness, anger, anxiety, fear, guilt (either for having done something wrong, or for not 
being able to perform one’s role), self-consciousness or weariness. Although one interviewee said 
that pain had the implication that one’s soul is being cleansed, making it more bearable, no-one 
experienced good pain (E “the pain is bad and there is more bad pain”). However, in theory, one 
might suffer pain gladly for the love either of a person or of God.
Table 16.
Emotions
Anxious/fearful/worried
A. “I scared,... I don’t want to face no more bad news”
B. “last week when this was inflamed, that now worries me”
E..”I’m always afraid if I do something maybe the pain is come to me again”
H. “I’m scared to move now as soon as I move, my pain starts”
Sad/depressed/emotional pain
B. “I’m so unhappy with the pain”
B. “it’s dragged me dow n.... It got me depressed”
C. “it’s like making me very very miserable”
E. “Yes -  no the first time I’m very very bad and very -  you know depressions”
Self-conscious
D. “I was all the time thinking ‘what must people be thinking?’ ... Well I think they’re thinking -  
‘is she weird?”’
G. “Because I use a walking stick as well I feel, what people say”
Angry, tense
C. “sometimes I feel sad and angry”
E. “when I have the pain I have been very upset and angiy and very nervous you know”
H. “The pain makes me veiy stressful and angry”
Tired
B.”you’re suffering,... day in day out, so you know you get tired”
Guilty
D. “I feel it’s sometimes my gu ilt... I think the issue is: I feel guilty”
G “Yes, I do feel guilty yes. Yes I do feel fine sometimes and sometimes I feel guilty ... I don’t 
know what I’ve done wrong”
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Suffer Pain fo r  Love
A. “Because if God want you ... If somebody -  you worship, you dearly worship it, you’re living 
it and then he told you to accept it -  to accept it like somebody who love somebody, I die for you 
they say -  love a woman or a woman say i t ... Come on! They did in history”_________________
Finally, social behaviour is also affected by pain. One may seek (or want to seek) social 
support. This was a very strong theme; all interviewees appreciated the social support they had, 
for practical help and suggestions as well as emotional support, one interviewee said that support 
was the most useful thing in relation to pain, and most would welcome more. In other people, this 
might be perceived as attention seeking. Family members are the most common form of support, 
less frequently, friends and, sometimes, professionals, especially when it is something that 
interviewees did not want to share with family members, as was the case for two interviewees. 
Alternatively, one may isolate oneself or reduce social contact, either by choice or as a direct 
consequence of the pain limiting activity.
Table 17.
Social Behaviour____________________________________________________________________
Seek/Appreciate Social Support
B. “when I think I can’t cope and I just -  want to curl up, I don’t do it, but part of me wishes I 
could just curl up, and maybe, I think it’s always wishing you had a parent or someone who could 
protect you or someone, you’d marry someone, it’s wanting someone to protect me, look after 
me”
B. “I think psychologically. I’m stressed because I’m having to deal with everything on my own”
C. “You put up, or if there is anybody to help you to cope with it”
E. “Especially when, yes, when the pain come to me I like, I need -  some sympathy or 
something”
H. “I feel that my pain relief when I talk to others about my pain and so on. It does give me a 
relief because you know you get a boost or, talking to others, you get their ideas and they help 
you, and sometimes, I mean, they’re sympathetic as well and that does help as well, you know, 
talking to others”
G. “then you’re not bottling it up, you’re sharing it with somebody else, and they can give you 
views and make you feel a bit better”
Attention Seeking
F. “if you’re sick, yes everyone’s you know, they’ll bring you food, they’ll do whatever you need 
to do and, you know ... sometimes I think it’s attention seeking”
F. “I think she’s partly attention seeking, so I get all the phone calls about how much pain she is” 
Isolate Oneself
B. “but you see in an Asian set-up it’s a different life. You hide everything from your family as 
well. Do you see what I mean?”
E. “sometimes I didn’t talk with anything, my wife, my children ... just “leave me alone” you 
know, that’s it”
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H. “I wanted to spend a couple of hours with her but I can’t sit at her house because of the pain, 
so I have to come back”
This statement sums up many of the salient themes in this section: putting up with your
pain, social support, consulting experts, not spreading your misery and accepting your destiny.
C. “You put up, or if there is anybody to help you to cope with it, and get the help from 
those people who are trained to give you help, instead of, you know, making the life 
miserable to everyone, and whatever is yours, it was written for you”
Responses to Others ’ Pain 
Interviewees were asked how others reacted to their pain. They also commented 
spontaneously on how they reacted to pain in others. These themes will be given relatively little 
emphasis here as they appear, more often, to reflect universal rather than culture-specific 
behaviours, reflecting the nature of the relationship of the people involved, the age of the 
participants, how long the pain has been a part of their lives, etc. People are usually more 
sympathetic to people they are close to; this sympathy may decline over time as the problem 
becomes “normal”. Young children often show a lot of sympathy, older children tend to show less 
sympathy than adults. Help may be emotional or practical (including financial). None of these are 
themes that one would associate specifically with a Muslim background.
Some responses do reflect this perspective, though. There are exhortations, or statements 
of consolation or encouragement, that reflect themes already discussed: God’s help, God’s will, a 
^curse. There is also the perception that visiting (or phoning) the sick is a desirable behaviour 
because Muhammad notoriously visited the sick (Pathan, 2004). Finally, one might speculate that 
another’s pain has been caused by the malevolence (i.e. curse) of another
Table 18
Reactions to Others ’ Pain Reflecting Religion 
God’s help
G. “they say put your faith in Allah, God. He’s going to help you and hopefully everything goes 
well”
God’s Will
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A. “If he’s adult, a grown up person you could ... talk to him -  this is from God”
Curse
H. “because I was a very active person, a lot of people have told me that they say you know we 
can’t believe it, you used to be so slim and so active and you did so much, somebody has done 
something to you”
Visit the Sick
F. “You know, that’s what you do if you hear someone is ill or sick, it’s erm, respectful to visit 
them because that’s what our prophet did. He would always visit the sick and take, you know, so 
if you know someone who is in hospital you really should go and visit them or if they were at 
home, at least you know make an effort so it’s a big -  thing. Being ill is given a lot o f attention”
Therapeutic Interventions
As this research has the aim of looking at the utilisation of pain management services as 
well as at the meaning and experience of chronic pain, I have looked for themes relating to 
therapeutic interventions. Interviewees were specifically asked about interventions they have 
experienced, so many comments are reviews of specific practices, whether biomedical, 
complementary or traditional. Some other themes emerge, most of which are typical of patients 
(rather than Muslim patients) and relate, in some way or another, to interventions that are 
perceived as unsuccessful, not least because the interviewee still experiences pain. One theme that 
seemed to reflect a view commonly held within this sample is a dissatisfaction with temporary 
relief. This seems atypical of chronic pain patients, but not clearly linked to a Muslim perspective. 
One other theme that might reflect a Muslim perspective is a lack of blame attributed to doctors 
(or other practitioners) for their failed interventions. As God had ultimate control over whether 
remedies work or not, it is not really the Doctors’ fault if theirs do not.
Interventions
Acupuncture. Acupuncture derives from a system that is neither bio-medical nor 
associated with Islam, as it is of Chinese Origin. However, apart from one interviewee who would 
not consider it because of needle-phobia, it got good reviews from those who had tried it and a 
willingness to consider it from others, even if friends had been discouraging about it.
Massage. Massage was familiar to all interviewees and, in most cases, had been all their 
lives. It was valued by all of them, even if they had limited opportunity to benefit from it, or if it 
was not always experienced as soothing (this being attributed to a lack of skill on the part o f the 
person doing the massage. One interviewee was scathing about massage received in a 
predominantly Muslim country and carried out by people with purported spiritual healing power.
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One female respondent she could only accept a female masseuse. One variation from an 
interviewee’s countiy of origin is to use a hot stone (the size of a fist) as a massaging instrument.
Table 19
Intervention: Acupuncture & Massage
Acupuncture
B. “I could see acupuncture and massaging working on me. That I would, if I think o f it as a 
psychological universe I can see that working”
C. “they gave me acupuncture, that helped. For 2 or 3 days I feel better after the acupunctures. ...
I was very happy to have this kind of, you know, break between my pain”
D. “Well, if I say, the acupuncture, I think has worked. I think that’s really it”
G. “Acupuncture she goes ‘it’s a load of rubbish’, it doesn’t help .... I’m relieved for a few hours 
of pain, which is lovely, you know -  and then afterwards it’s back again. But just that few hours.”
Massage
A. “sometimes my wife does some remedies, er, -  like rubbing with a -  stone a hot stone.... or a 
hot cloth or a hot water bottle to that place”
B. [Would you like your daughters to?] “Yes but they won’t do it, and neither would my husband, 
but I did it to them”
C. When we have babies, you know, they don’t let the girl do anything. We give loads and loads 
of massage to the girl who give delivery to the babies ... and the ladies are very healthy there
C. Oh she will massage you and your back, with oil, we have special oils there ... they give 
massage with erm, I think, castor oil or something, and you know turmeric? ... the powder, the 
yellow one. We use with castor oil
F. in R[country], you grow up with being massaged
F. [aromatherapy] Yes, yes but the oils they use are supposed to be beneficial for you or whatever, 
so again the only thing that I really find helpful and soothing, even though it’s painful while it’s 
being done, is hands on -  you know -  massage type of thing
F. If someone told me I would have lifetime massage on the NHS I’d be quite happy. ... because 
it does just do the world of good.
Bad massage
H. but she’s ended up here and she’s going to have a major operation here, they’ve crushed her 
bones there. They’ve given her such a bad massage.... I do a massage but they do a soft massage, 
but the massage they do over there it’s -  Oh it’s very inexperienced and they rub, they put things 
on you and they rub you so hard! And they pull your toes and they twist your toes. Honestly, and 
she’s got a trapped nerve, she’s got a disc protruding, and she can’t even get up now
G husband yes, but when he tries to do massage, I scream because it hurts too much____________
Manipulation & Indigenous Remedies. For some interviewees massage, as a technique 
seemed to grade into manipulation (e.g. osteopathy). Indigenous forms of manipulation and other 
remedies were familiar to interviewees, including the use of what was described as a faith healer 
(priest). The interviewee who spoke about faith healers was very antagonistic to them. It would be 
inappropriate to be condemnatory of a group of practitioners on the basis of a single interviewee’s
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concerns. On the other hand, it would be negligent not to report that the interviewee clearly felt 
there were issues of malpractice, abuse and profiteering with respect to “faith healers”.
Table 20
Interventions: Manipulation & Indigenous Remedies
Manipulation
E. “In K[country], like we have some people do like here -  physiotherapy, but we don’t call 
physiotherapy, it’s our treatment.... the bones - 1 don’t know they do something ...
lie on the front and then do like this you know ... Sometimes it go bad - . . .  and sometimes it’s -  
successful or”
F. “Um -  certain stretches kind of help sometimes -  seeing -  an osteopath”
S [H’s husband] “the people that she’s talking to more and more about this are all inclined to 
believe that it’s a punishment... and that the best medication or treatment for this is to go back to 
R[country] and have it done there to people who are experts at manipulation ... and they’ve got 
these powers from God”
Indigenous Remedies
A. His GP consider him to go to 0[country] to have treatment there in the Sahara.... they bury 
them ,... In warm sand, yes, they dig a hole a t ... midday to heat it to 40 degrees or something. 
Then you get in with a blanket and they bury you -  and they leave you for two hours, three hours 
-  then they take you ... up to the neck -  lying down -  only your head is up. The rest of your body 
is buried. People, some of them, not 100% because I talked to a lot of people there ... Not always 
it’s -  er -  accurate -  its - they give good result. It’s about... 75% people they -  over 50%. It 
does work.”
A. “there is a medicine, erm what, er [searching for the word] -  it’s not a science medicine from a 
chemist, it’s just like a Chinese medicine ... but I can not risk it, I can not do i t , because it’s not 
100% effective. It’s not proven by science, so I heard a lot of -  side effects when people taken it.
... you destroy something else in your body.... people they die -  they kill people.”
B. [tried] “H erbal... a leader of our community does homeopathic and my mother got very into 
that -  that’s of our community -  and she really said the doctors gave her 7 days to live and she 
lived 5 years ... That was to do with faith, will and the homeopathic, so it’s a mixture, you know. 
But I don’t have that much trust in it, you know”
Religious “FaithHealers”
H. “those people are making a lot of money, and they’re nor giving you free advice, this is £50 an 
hour they’re charging. They’re faith healers, and then they cause conflict in the family, plus they 
make you worse. It’s a shame.”
H. “the real problem was the pains from her childhood, the parents were taking her to this faith 
healer in K[district] ... They were saying she was crying a lot and he said just leave her there and 
I’ll read some verses from Koran and get her better, and he was raping her”
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Hydrotherapy, Physiotherapy, TENS Machines. Only two interviewees had experienced 
hydrotherapy (“exercises in water”). Both were enthusiastic about it. Physiotherapy was less 
popular, few interviewees had felt any benefit, but seemed not to take to doing the exercises 
themselves appearing to regard it as a sort of sub-standard massage or manipulation. Three 
interviewees had used a tens machine with varied results: one had felt that it helped, one that it 
distracted from the pain by providing another sensation (a broadly accurate appraisal) and the 
third had found that it made the pain worse.
Psychological Interventions. Four interviewees had some experience of psychological 
interventions and all spoke positively about them, more often than not as a source of professional- 
social support. Only one reported benefit from a CBT programme (see above).
Table 21
Interventions: Hydrotherapy & Physiotherapy
Hydrotherapy
H. “in the pool, I will go for an hour an a half, slowly doing front crawl and freestyle and the 
back-stroke gradually, and then I walk in the water and the physiotherapist, she’s told me what 
exercises to do.”
G “The only thing I found helped me relieve the pain and I felt really good about myself and -  
was hydrotherapy in the poo l... love it”
Physiotherapy
A. “And that! - was like, I never never knew a pain like that she gave me. And when I finished 
with her, he started to do it to me. ... it getting worse! Five months after they finished with me 
here, I was a little better, I couldn’t move at all! I don’t know why.”
C. “I went to the GP and she, she booked these -  erm -  physios for me. I went for some physios 
from U hospital... they gave me lots of moves and exercises, I was doing them but it didn’t 
help.”
F. “I had a lot of physiotherapy, and it kind of helps but it’s something that you need to have all 
the time for the pain to be kept at bay”
F “It did help it helps to ease it. You know it because almost when you’re in this sort of pain I 
crave for massages on my neck”
F. “and I was at the physiotherapy department for about three months. And it was helpful but, you 
know, it would help -  the day I had it done and the next day but by the time I got back there a 
week or two later we were back to square one”
G “It is helpful but the way I feel with it at the moment is that, I need them more than - 1 feel 
confident and reassured when I see a physio, because they guide me through the little exercises 
that I can do, but now it’s just stopped because they said there’s not much I can do for me any 
more”
Bio-Medical Interventions
Analgesics. Attitudes were ambivalent regarding analgesic medication, understandably, 
people would prefer not to have to take it. A reluctance to use pain killers was often voiced; there
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were suggestions of over-use. Sometimes they appear to be regarded as harmless if no 
prescription is required to obtain them. One interviewee had suffered renal favour as a result of 
prolonged over-prescription.
Surgery and other interventions. None of the interviewees had experienced surgery for 
their problem. Most had received epidural or trigger point injections and most of these reported 
temporary relief. Most had received a variety of diagnostic tests which could serve to maintain 
unrealistic expectations. When the tests are not followed up, however, this can be a frustrating 
experience.
Doctors also provide information and this should not be overlooked as interviewees either 
wanted it or appreciated having got it, even if it is bad news. A clear statement of the chronic 
nature of their condition allowed more than one interviewee to assess their position constructively 
rather than treading water and waiting for a cure.
Table 22
Bio-medical Interventions
A. “Tramadol I take. They don’t cure, they only relieve the pain, that’s all. I take them”
B. “But when I’m in pain constantly I keep thinking “How many tablets do I keep taking?’ ... 
when you’re in 24 hours pain how many pain k[] tablets can you keep taking and they’re not even 
easing the pain?”
C. “I don’t like to take but, you know, when you are like er when you feel very very 
uncomfortable, and pain is there, and you have to do your things -  and you need to take quickly 
and the pain will be calm, and then you will be fresh like normal”
D. “at that particular time I was taking 15 tablets a day, all sorts of pain killers and anti­
inflammatory, all sorts -  um -  so, the consultant said he wasn’t very happy with the number of 
tablets I was taking”
Tests
A. “All that they talk about, everything now is, I believe er, you know that, anything: they throw 
you a piece of paper -  to a blood te s t ... Have a blood test and then just leave it there in a shelf’
Injections
C. “the injections they gave me, maybe it works for some people, it didn’t work for me”
E. “I have -  epidural, you know ... the injection and this going better for one month and then 
started bad”
Information
A. “According to my GP, he didn’t send anything to me saying that it is urgent or not. He didn’t 
call me. He didn’t write anything after that to me. So I am here”
B. “But does that mean I will just survive on tablets and there will be no cure, that I would like to 
know. You see, I think I would like to be explained things to me.”
C. “he told me ‘there isn’t any treatment if somebody has that kind of pain, the person got to live 
it -  live with that pain’ and er I was very very sad ,... When he told me that from that day, I start 
thinking, iff  have to live with that pain, why do I have to make my life miserable and, you know.
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not to live the life I have, nicely, instead of crying every day and ... I don’t know how long I’m 
going to live, I have no idea, so the day I’m going to live I’m going to have fun too”
E. “Of course -  but it is good from someone who told you like this ... Some advice to give me 
feel um I’m normal. I’m not going to let the pain make me like this and older and ... I must, er, 
fight this pain with my, you know, - 1 must continue live with it like this”
Temporary Relief
The main dissatisfaction with analgesics was that they only provide temporary relief and 
no cure, a view expressed by several interviewees. This was a criticism levelled at other practices 
too, one interviewee being dismissive about acupuncture for the same reason. There did seem to 
be an expressed reluctance to merely mask pain, without being able to cure it (B. “what I don’t 
like if I’m in constant pain, how many tablets can I take? And for me to keep taking these tablets, 
it’s like hiding something under that folder. I want to know what’s causing that pain. I want a cure 
for it. I don’t want to just, deaden the pain away.”).
Doctors Not to Blame
Doctors are accorded considerable respect and interviewees generally reported positively 
on them (there may be demand characteristics in play here though as participants were recruited 
through a pain clinic where they were currently being treated). At times, an inability to provide a 
cure is taken as a sign of lack of expertise or seniority; at others it seems that the doctors can not 
be blamed as the success of their interventions still depends on God’s influence (C. “if it doesn’t 
work, it’s not their fault. They’re trying”).
Discussion
The initial research aim was to consider the influence of a Muslim perspective on the 
meaning and experience of pain and on the utilisation of pain management services. The initial 
impression is that it is influential, and that this influence is evident in many of the themes 
identified in the data and in the links between themes.
In terms of the nature of pain itself, this is the area where there is least evidence (in these 
data) of a religious view. This does not mean it is not influential, it may be, but there is little 
evidence of it here. People describe pain as burning, as a kind of heaviness, as constant, as 
coming and going, localised, generalised. These experiences could apply to chronic pain sufferers 
of any culture or religion. There are stories of progressive pain, but no evidence of, for example, 
Rogers and Allison’s (2004) finding, in a British sample of South Asian origin, of “a lack of 
demarcation between pain located in specific parts of the body and broader social and personal 
concern” (p.79). Rogers and Allison also referred to descriptions of depression in physical terms. 
This is not evident here as interviewees were discussing chronic pain rather than mental health
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problems, and care was taken not to include statements about the latter unless they were identified 
as being related to the former. More than one interviewee commented on the stigma associated 
with mental health problems, it is likely that responses would differ between, for example, back 
pain and depression. This warrants separate research.
Interviewees’ religious perspective, however, clearly infused views about the causes of 
pain, and how one should respond to it, including when, from whom, and with what expectations 
one might seek relief. God, as the author of one’s destiny, is the ultimate source of pain, even if 
the trigger was an injury or prolonged hard work. He is also responsible for the relief of pain: as 
stated in the introduction, there is no illness He has created for which He has not also created the 
cure. This could provide optimism, but in the case of chronic pain, this may be followed by 
disappointment when no cure becomes available to the sufferer.
This may raise the idea that one’s pain is, indeed, written, in which case the question 
arises whether it is a punishment or a test. Interviewees, clearly, preferred not to think it was a 
punishment, although this did not seem far from the thoughts of some of them. This perception 
adds a potential burden of guilt to one’s condition, it could also lead to an unwillingness to 
struggle too hard against a pain which may be justified (even if the person does not know why). If 
there is a cure available from doctors (or other experts), this is desirable, indeed one is encouraged 
to seek cures; if there is no cure, if it is, indeed a punishment, one should accept it.
Being “good” in respect of one’s pain includes not complaining too much, not spreading 
one’s misery and being patient with one’s condition. This applies whether it is a punishment or a 
test. There are of course, other overtly religious responses such as prayer, which can be beneficial 
for a variety of reasons (asking for God’s help, intrinsically relaxing, changing your destiny). 
Being good can also involve seeking help from experts. One is, of course, sympathetic to pain and 
illness in others (as was The Prophet), but if this is prolonged, again one might wonder whether it 
is a punishment, in which case one’s sympathy might wane.
Most of all, perhaps, one should remember that it could be a lot worse. This may be a 
process of counting one’s blessings (“but I have all these good things” one interviewee said), or it 
may be a process of downward social comparison (Brown, 2000), reminding oneself that there are 
many whose destiny is to have more misfortune, or more pain.
No single interviewee spelled out their religious perspective as succinctly as the 
preceding paragraphs but it a perspective voiced with considerable consistency across all 
interviewees. This perspective was not equally salient to all interviewees but they were all aware 
of it.
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Acceptance
Acceptance seems a central issue: one must accept God’s will, one’s destiny (and not 
complain). One should accept who one is, one should also accept cures if they are available, just 
as one should accept pain if it is written. Acceptance, however, seems to be a subtle notion with a 
variety of potential implications (Rankin & Holttum, 2003). It could imply a sense of helplessness 
if one accepts that this is one’s lot and there is no prospect of change. This might be the case if 
one perceives chronic pain as a punishment (or if one fears, even at an almost unacknowledged 
level, that it might be). On the other hand, acceptance may mean that one realises that cure is 
unlikely and one must learn to cope with the pain one has, rather than waiting for, or endlessly 
seeking a cure (as do many non-Muslims, Eccleston, 2001). In this latter context, more than one 
interviewee reported that the clear information that their pain was, indeed, chronic had allowed 
them to deal with it more constructively. Acceptance (as opposed to attempts to control the 
uncontrollable) has been shown to make pain more tolerable (Hayes, Bissett, Korn, Zettle, 
Rosenfarb et al., 1999).
There are implications for clinicians here in terms of information giving: information that 
their pain is likely to be chronic could be beneficial to some people but demoralising to others (or 
will combine both effects for some people). There is a shift in attitude required, from seeking a 
cure to managing a long-term condition; whether a particular patient is ready for this change of 
attitude is a clinical decision requiring some sensitivity. Some authors have discussed a Stages of 
Change approach to the adoption of strategies for the self-management of pain (e.g. Dijkstra,
2005). This might be a pertinent consideration in the present context as many of the self­
management strategies identified within the data could constitute part of a CBT-based pain 
management programme (Eccleston, 2001; Turner & Keefe, 1999; Vlaeyen, & Morley, 2005) and 
would constitute active coping (Lazarus, 1999; Pargament, 1997). Also, whether information 
could be phrased in terms such as destiny or test, or resources provided by God, would depend 
very much on the therapeutic relationship.
It should be remembered that, although they may tend the person, or be part of a 
tendency, towards passive coping, beliefs that people hold about chronic pain do serve the 
function of giving meaning to something which medical science can not explain. Even if one 
believes it is a punishment, this makes some sense of pain which, otherwise, is enigmatic.
Curse
One further possible causal belief, or suspicion, or fear, is that the pain may result from 
the malevolence of another (i.e. a curse). Only one respondent talked in these terms, but this
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person also suggested that this would have prevented some people from discussing their pain with 
me. The way this is referred to (often vague allusions), and the observation that those who 
diagnose such malevolence frequently implicate family members are both aspects of this account 
that are very reminiscent of accounts of similar accusations in many societies including 
contemporary (late 20* century) Western Europe (Evans-Pritchard, 1937, Favret-Saada, 1988). 
There is no implication of deliberate spell-casting, such malevolence can operate automatically. 
The evil eye, a popular representation throughout the Mediterranean region, functions similarly.
If people are reluctant to talk to a researcher working under the auspices of a pain clinic 
associated with a hospital in the UK about their suspicions regarding a curse (that someone might 
have “done something” to them), this is not surprising. Such representations are often hidden from 
outsiders (Favret-Saada, 1988). In this case, it is an outsider who may represent a competing 
ideology. Perhaps I would be unsympathetic and privately scornful of such notions. These people 
are also resident in the UK and are likely to have become aware of the anti-superstition ideology 
that exists in the UK (Lewis & Dittmar, 2004). In short, they may not wish to appear 
superstitious.
If people harbour such unspoken suspicions about the cause of their pain, it would be 
difficult for a clinician to address them directly. One can imagine that a person might be more 
inclined to combat the malevolence of another than the will of God, but whether they would 
expect bio-medicine or any allied professions to offer an appropriate solution is another question.
Overall, though, (non-Muslim) clinicians should not be daunted by the possibility that 
patients may have de-motivating thoughts that their pain might stem from a punishment or a 
curse. Science and medicine are not intrinsically antithetical to Islam: good science and effective 
medicine are such, only through God’s auspices. Anyway, people are not necessarily averse to 
considering alternative (or parallel) explanations for their misfortunes. Migrants carry with them 
the representations of their culture (for several generations, Smith & Bond, 1998). But they are 
also in the process of acculturation, so they are learning the behaviours, beliefs and values of a 
different cultural context.
This acculturation appeared evident in one interviewee’s comments about recently arrived 
relatives. She felt that they were “a bit over the top” in the way they went to the doctor for what 
she considered a slight ailment. There are data that South Asians go to the doctor more than 
Europeans in the UK (Njobvu et al., 1999) and this interviewee appeared to have taken on 
something of the values of her host society. Such a process has been documented, Safdar (et al.,
2006) found the beliefs of Iranian immigrants to Canada to fall between those of Iranians in Iran
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and Canadians in Canada on ail dimensions of a social beliefs scale. This should hearten the 
information-giving practitioner; one does not have to challenge beliefs to offer new ones; the 
integrated migrant is quite capable of holding both sets of meanings (Beny & Sam, 1997).
Nevertheless, some ideas are tenacious, and the process of culture transmission is evident 
in the data. Of destiny, one interviewee said “that is what I believe, and that is what I am teaching 
my son”, exactly the process of a cultural representation transferring across the generations. It 
would also be wrong to assume that all societies, and all communities in any given society, will 
automatically move towards secularisation as has been the trend in Europe. Two of these 
interviewees were deliberately making an attempt to inform their children about their religion to a 
greater extent than their parents had done. There are different currents shifting cultures in 
different directions. The crystallisation of global Muslim identity in the West, as a reaction to 
perceived hostility from “the West” appears to be strengthening rather than weakening Islam 
which, as one interviewee pointed out, is a growing religion.
Experts, Cure and Temporary Relief
Three more themes struck me, and they appear cultural, in that they appeared throughout 
the interviews but struck me as different from my own norms. One is a faith in experts; in this 
case, medical experts. This could be specifically Muslim as the Prophet encouraged people to 
consult doctors if they were sick. However, it might also reflect the greater respect that is 
accorded to status in many collectivist countries (and most are collectivist relative to the UK, 
which is one of the most individualist countries in the world; Hofstede, 2001). This could also 
contribute to the increased frequency of consulting doctors that has been found among South 
Asian British samples, and which was commented on by more than one interviewee.
The faith in doctors (which may not be shaken by repeated failures, they have to find the 
doctor who is skilled or senior enough) may also connect to the idea that there is a cure for 
everything, an idea emphasised by Pathan (2004), which could in turn connect to the disdain that 
more than one interviewee felt for analgesics. They scorned the idea of temporary relief (although 
they took a lot of pain killers, none the less).
Specific Recommendations
Beyond attempting to make clinicians more sensitive to the experience of their patients, 
one can make specific suggestions on the basis of interviews such as these. One treatment that is 
not offered at the research site is massage (although acupuncture, physiotherapy and Alexander 
technique all are). I think British sensibilities are such that they (we) feel uncomfortable with the 
idea of massage, and it has slight sexual overtones which are anathema to the clinical
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environment. However one interviewee commented that “in R[country] you grow up being 
massaged”. It is something that all interviewees were familiar with, accepted the benefits of, and 
would like (one said: “If someone told me I would have lifetime massage on the NHS I’d be quite 
happy.... because it does just do the world of good”). One voiced the opinion that it would have 
to be a same-sex masseuse and I think this would suit British medical sensibilities as well as 
Muslim ones. Acupuncture was generally favourably received, two interviewees would very 
much have liked hydrotherapy to be available, more than one valued information and a sense that 
their pain was believed from their doctors (in the absence of a cure). More than one commented 
favourably on psychological input that they had received. I wondered if a disproportionate amount 
of the interviewees lacked the social support they might have expected to have in the extended 
family networks they would regard as normal. A lack of support exacerbates pain and therapists 
(of all types) can offer some support. Finally one interviewee had the view that services should be 
better connected and one’s doctor should have more authority to get things done on one’s behalf. 
She envisaged a multi-agency network something like an Assertive Outreach Team, responding 
flexibly to patient needs. All of these seem to be good suggestions; some could be put in place on 
a small scale, the last is more at the level of public policy.
Conclusion
Clearly, religious views can and, within this sample of British Muslims, do influence 
experience of pain and the utilisation of pain management services. This is an area where more 
research is need with different groups. However, I would like to note that there are many 
similarities between Muslim and Christian thought (and the UK is a country with a Christian 
tradition even though it is now largely secular). I did not hold the same views as the interviewees 
on many things, but they were not alien to me. For example the idea of counting your blessings, 
or that God helps those who help themselves, or that, ultimately, everything is His doing. These 
are ideas I remember from my childhood. A delegate at a conference where I presented some of 
these results made a similar point. He said that I had not described any “Muslim” belief about 
pain that was unfamiliar to him from a childhood 50 years ago in protestant rural Holland, even 
the idea of chronic pain being a punishment. To examine views like these is to risk making them 
appear “other”. That is not the intention here. The hope is to add to comprehension rather than 
diminish it.
Reflection
I was aware, throughout these interviews, of being something of an outsider. I am not a 
Muslim, although I am not hostile to Islam. (It might be fair to let the reader know that I am not
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Christian either, or of any other religion, merely an interested agnostic). Perhaps this meant that 
some information was safer with me than with an insider. Equally likely though, it meant that I 
did not have access to some understanding that a “native anthropologist” would have had. Simply 
on linguistic grounds, the research is limited because of the researcher’s limitations: I don’t speak 
Arabic, Urdu or Punjabi. However, there are also things that the outsider spots but the insider 
misses, because they are too obvious. Ultimately, both are needed, but there is still some value in 
being an outsider attempting to understand - 1 should not be too apologetic about it (I should 
accept it; it is, after all, written for me).
I also felt, transcribing and reading and re-reading these interviews, a sense of privilege 
that people had taken the trouble to try and explain this stuff to me (to give an outsider some 
access to their phenomenological world). Sometimes they were complex ideas that were difficult 
to articulate (particularly in a second language in some cases), or which they had never fully 
articulated to themselves. It was gratifying, though, that two interviewees said they felt good 
about having done the interview. I think, for some, it helped them clarify their own perspective. 
Also, one is told as a trainee that sometimes people benefit from simply having their story really 
heard. I think this might have been the case for one interviewee who commented at the end that, 
over the course of the interview, during which she was close to tears at times, her pain had (for 
the moment) disappeared.
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Appendix I. Interview Schedule
I am interested in how you feel and think about pain. People from different backgrounds 
understand pain differently, and cope with it in different ways, so I want to ask you about the pain 
you feel now and about how pain is treated and talked about in your family; both your family 
now, and when you were growing up.
Current pain
First of all, can you describe to me the pain you feel now, the pain for which you were 
referred to this clinic.
(subsidiary questions: other descriptors of present pain, intensity, duration etc from 
assessment protocol: Where do you feel it? When does it occur? How long does it last? 
What is the effect of movement or change of posture? What other factors make it 
worse/better? Intensity (e.g. 10 point analogue scale), at time of interview, range of pain 
on an average day, intensity of pain at time of injury/accident, worst ever pain)
Participant’s perception of cause of current pain
Could you explain to me how your pain started and, as best you can, what is causing it? 
(or how did it begin?)
Perceived controllability, inevitability, avoidability & emotional impact
Are you able to control your pain at all?
For example, are there things that you do to make your pain more manageable 
(To what extent, or) in what ways do these work? Why?
How inevitable is that you feel this pain? Is it possible to avoid?
How does it make you feel? Does it affect your emotions?
Reaction of family members to current pain/pain in general
What about the people in your family? Do the people around you (in your family, for 
example) know that you are in pain? How do they react when you are in pain? Do they 
treat you any differently? If so, in what ways? Does it effect their emotions?
Do they, for example, do things that they think will make the pain better (or less 
bad)? (if so what, and how helpful is it?) Do they try to help you in other ways, 
for example with chores? Do they encourage you to ignore it? What do they say 
to you about it? Has their reaction changed over time?
Does anyone in your family have similar pain? How do others in the family react to 
them? Do people treat them any differently?
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Experience of services
(Referral route) Who (for example, doctors, nurses) have you seen or asked about your 
pain before you were referred to this clinic? [Try and get a clear idea of who was 
consulted & when]
Were there things that they did which you did not expect them to?
Were there things you would have expected them to do or say which they didn’t?
Was it easy for you to talk about your pain, did you feel comfortable, did they seem to 
understand?
How did they explain your pain to you? Did this make sense to you? Was it easy to 
understand?
What medication do you take?
Why do you take it?
Frequency?
Side effects?
Desired effects (vs. actual results)
What other types of therapy, healing, help have you sought or received (complementary 
or traditional, from this country or elsewhere)
Which if any, have been helpful? Why do you think that is the case?
Was it easy for you to talk about your pain, did you feel comfortable, did they seem to 
understand?
Has anyone (else) ever said anything to you that has helped you understand and cope with 
your pain better?
In childhood/family
Please remember back to when you were young. When you were in pain, or had hurt
yourself: what were the things that people said to you about it -  perhaps to encourage you or
make you feel better, [may be worth getting a genogram]
In what ways would they behave differently towards you than when you were not in pain?
Now remember when other people were in pain -  maybe other children, or an adult or 
older family member, or someone not in the family. How did people behave towards this 
person? Did they treat them differently than when they were not in pain? What sort of 
things would people say to them about their pain?
What sort of things would they say to other people about them? Did their attitude change 
over time? What sort of things would you say (as a child and now)?
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Ontology
Do you ever ask yourself a question like “Why me? Why am I suffering this pain?” If so, 
what sort of answers might you give? (If this is difficult to answer, it could be “what 
would you say to your children if they asked “why me?”)
Do you ever feel it is some sort of punishment, or something that you have caused 
yourself?
Is pain always bad, are there times when pain is justifiable, or a “good thing”/
Does your religion help you to understand, or to cope with, your pain? (If so, in what 
ways?)
Future and emotional impact
How does your pain affect your future? Have you had to modify your plans because of it? 
Change your job? Any other changes in your life or lifestyle?
How does that make you feel? How does it affect your emotions.
What is the most useful thing that anyone has said or done to help you cope with your 
pain?
Thank you veiy much -that’s all the questions, I hope you haven’t found it upsetting. Is there 
anything you would like to ask me about the interview?
181
M ajor Research Project
Appendix II. Example Coded Interview Transcript
I Can you tell me what the pain is that you come to the pain 
clinic for?
G. I come to the pain clinic for pain because Fm suffering 
from chronic back pain and sciatica they said it was. So 
basically, just managing the pain and -
I How long have you had that?
G Well I’ve had the problem with my back for about 9 
years, so I’ve been living with pain for 9 years, and its got 
worse.
I. How did it start?
G. It started when I was living in my own place in 
J[suburb], and I used to live in the top floor, no lifts, and 
mostly I used to do everything because my husband was 
working and everything, and just picking up the kids and 
taking buggies up the stairs.
CAUSES
Overwork
I. Right. Was there one particular time when you knew 
you’d hurt it first of all, or did it come on more gradually?
G. The first pregnancy I had was excellent, I had no 
problems, and then the second one was OK, it wasn’t until 
after the baby was bom that I suffered with very bad pain in 
the back. -  erm and it just got worse and worse after that, it 
never got better. But the point was I never shared it with my 
doctor for a long time, I s[] - 1 held pain in, I didn’t ask for 
help, so
RESPONSES 
Ignore atfirst
I. How long did you -  hold it in before you asked for help 
then?
G. About 4 years
I. Right, and had it got quite a bit worse in that time?
Depression
G. Yes. So then we took -  went to the doctor and she spoke 
to me, said ’’what are you feeling” and then I realised I was 
suffering from depression as well, so it was a big thing for 
me, because I kept -  I’m the sort of person who don’t share 
my personal problems with anybody, I keep it in very well.
RESPONSES 
Seek prof. help 
Don V spread 
misery
Don V complain
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I So this was 5 years ago and you got a diagnosis of 
depression and this back problem at the same time, although 
obviously you already knew about the back problem.
G Yes
I. Right. Were you going to say that it got worse since then, 
you started off saying that -
G Yes it’s got worse and worse 
I. It was continuing to get worse
NATURE/PAIN
Bad!
G. Yes, because after my second child was bom, that’s 
when I realised I had the problem, and I just took it 
normally like nothing had happened -  and it got worse and 
worse after my daughter was bom, she was bom in 1999, 
and I suffered from SPD, sympathetic pubic dysfunction, 
and that was really bad. But as again I’m so strong I never 
took anything. I was taking medication helping through the 
pain, and seeing physios, so erm it was difficult, because I 
didn’t wear a hijab at that time. I was Muslim, British 
Muslim and -  normal really -  come back from a strict 
background, but I was practising more my religion at that 
time, even though I was bom a Muslim, I never knew much 
about my religion until I got married, because I got married 
very young.
TREATMENT
medication
physios
I. Is your pain with you all the time?
G Yes
I Are there things you notice that make it get better or 
worse?
G. Worry.
CAUSE
Worry
Leading I. Right -  and you referred to being depressed before, and I 
have the impression that they’re sort of interwoven really, 
so pain makes you more depressed and depression makes 
the pain worse, is that right is that?
G. Yes yes
I. Tirednes?
G. Tiredness is a big factor. I can’t sleep very well at night
CAUSE
Tiredness
I And is the pain stopping you sleeping?
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Leading G, MmmHmm
I. Does the tiredness also contribute to making the pain 
worse too?
G. I feel really drawn in. There’s times when
I. How do you mean drawn in?
G. Erm, well I can’t sleep properly, and there’s things that I 
want to do and I can’t do, and the medication I’m taking 
makes me feel drowsy and forgetful, shall I say. Like, 
someone’s talking to me and I can hear them but I’m not 
really focussing on what they’re saying -  and with the baby 
I’ve got, as well, now she’s 10 months old, so she takes a lot 
of my time but there’s things I can’t to do with my own 
kids, because I’m in so much pain.
RESPONSES 
sleeplessness 
TREATMENT 
Side effects
RESPONSES 
Limits activity
I Are there things that you can do to make the pain more 
manageable?
G. Well basically, I don’t do much. I’ll be honest with you. 
I’m really restricted by what I can do and what I can’t do.
Limits activity
I. So you manage it more or less by trying not to move too 
much and -
G. Trying to block it out -  block the pain out
RESPONSES
Ignore?
I You mean block it out mentally
G. Yes. Sometimes it’s difficult.
I. How do you do that then?
G. Well if my kids are with me they make me forget my 
pain
Distraction
I. so it’s almost like distraction?
Leading
G. Yes - 1 don’t like to tell my kids I’m in pain. They know 
when I’m in pain, but I don’t like to show it to them, so 
really it’s them that’s keeping me going really, them and my 
husband. I’ve got a very strong husband, he helps me with 
everything, but erm, once the kids are up in the morning I’m 
in severe pain, but they help me stop it.
I Do find that sitting still makes it worse?
Don’t complain 
TREATMENT
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Leading
G. Yes because I’m just taking medication and I wear a 
support belt so I won’t use too much of my joints at the 
moment.
I. You don’t have to constantly move around?
G. Sometimes -  you’ll find me moving about when I’ve
Medication 
Phys. Aids
I Well I was going to say, if you need to stand up, you must 
do so. You mustn’t sit there in pain in this interview
G Because I’ve just taken the medication, so it will work in 
a while, then I’ll, it’s OK, but
TREATMENT
medication
I. OK -  but if you need to stand up and stretch, do so.
G. Yes, thanks, but it’s just, what’s it called, I just try not to 
think about it. I don’t want it to worry me, but it is a big 
issue in my life.
RESPONSES
ignore
I. So as far as possible, you keep turning your mind to other 
things, and if it’s the children, that’s easy in a way because 
they’re constant.
G. Yes
I. Do you use other ways of distracting yourself if the 
children aren’t around?
G. Reading. That’s another thing I’m just starting to get my 
mind focussed on. I’m doing a bit more reading, I wasn’t 
interested before in reading, that’s another thing. I’m 
basically trying to read.
Distraction
I are there things that you avoid doing because you know 
that that makes it worse -  sort of, the other side, as it were
G. Um. Going out. I love to go out but I can’t because it 
makes it worse.
RESPONSES 
Limits activity
I. Right. Is that any going out?
G. Just going out of my house, yes. Anything to do with 
going out, socialising, I can’t do.
I. And that can be going out in the sense of walking round 
the comer, or socially, going
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Apprehension 
re. Muslim 
I.D.?
G. Yes, I don’t really do it. My husband drives me -  for me 
it’s fear
I. Sony?
G Fear -  of going out. Of the outside world.
I. What is it that you fear?
G. At the moment, pain -  if anything happens to me. What 
if I fall? You know, am I going to be a laughing stock?
I. So all sorts of different things combined to make -  and 
the pain is one of those things
G. Mmm. Because I use a walking stick as well I feel, what 
people say, my thoughts are with other people, I don’t just 
focus on myself. And the only reason I feel comfortable 
when I’m out, when my husband says “do you want to go 
for a walk” and I’m actually pushing the baby’s buggy.
I. Do you kind of feel vulnerable on your own then?
G. Yes, and I get all this ’’C’mon, let’s go out”, and I don’t 
have the confidence to be on my own.
I. Do you feel vulnerable from other people as well?
G. I don’t have friends, so it’s very difficult
I. Do you feel vulnerable because you’re a Muslim?
G Erm -  it crossed my mind when I first moved to this area. 
I didn’t know how I was going to fit in in the 
neighbourhood.
I. How long have you been in this area then?
G. 2 V-i years
I And how have you found it?
G. Lovely 
I. Is it OK?
G yes 
I Good
Fear
Fear
Self-conscious
TREATMENT 
Phys. aids
Self-management
(exercise)
RESPONSES 
No confidence
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Apprehension 
re. Muslim ID
But
neighbours
OK
G. Yes, fine yes, I felt weird at the beginning
1.1 didn’t expect you would necessarily be vulnerable for 
that reason, and nobody has said thay do feel that way, but 
some people have been reluctant to do the interview for that 
reason and I just wondered.
G. No, I felt fine - 1 was a bit wary at the beginning because 
of what’s gone on -  a few years ago with what happened 
with America and how the Muslims have been treated.
I. Well that’s why I asked of course.
G. Yes, but I’ve been fine - neighbours are lovely, you 
know, very friendly people and they’ve accepted me.
I. So do you get on OK with your neighbours then?
G. Oh Yes. Neighbours are wonderful.
I Would you regard them as friends or are they just kind of 
acquaintances?
G. Oh they’ll come round to see how we are, and how we’re 
getting on and
1.1 mean are they any help?
G. I talk to them, no-one knows my personal business
I I  mean any help with the pain?
G. I don’t really discuss it with them. I don’t know if that’s 
just me but, there’s one neighbour that I know personally, 
she knows I’m suffering from pain, and -  but I’ve never 
gone into big details discussing.
I. Right, you never need to seek help from them.
G. No
I. What about family? You’ve referred to your husband, but 
are your parents still alive?
G. Um. I lost my father a few, two years ago, so that’s 
taken a bit -  a lot out of me. And, um -  losing my father 
was a big thing for me. The pain got worse after I lost my 
Dad, so erm, mentally and physically, I started having fits -
Don’t complain?
CAUSE 
Life events
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and, so, erm, we flew back home, because he lived here 
generally, but he went back home for Bid celebration, so 
erm, he got really sick -  and unfortunately passed away
I So did he die there, then?
G. Yes
I. Right. Was that better as far as you were concerned or 
worse?
G. Oh no, definitely worse. For a religion purpose, better, he 
died in his own home
I. That’s what I was thinking really, it’s almost like he’d 
gone home.
G. But for us, no. Because we live here. We see him here. 
This is what we call home, we don’t call O[country] home 
we call N[UK city] home.
I. You haven’t referred to your Mum, did she die earlier?
G. No no my Mum’s still alive. We don’t have a strong 
relationship though.
I So in terms of support, help with the children, stuff like 
that, you don’t get much help from her?
G. No, never. I felt -
I You’ve got little contact with her then, relatively 
speaking?
G. No, I mean we speak on the phone and went and saw her 
yesterday, my husband drove me up because she’s quite 
poorly -  but I’ve never ever relied on my Mum
I. It sounds like you’re just not close
G. No - 1 wish I could be. I’ve never -  oh I don’t know how 
to say the words - 1 feel like I’ve been rejected with my 
Mum. Our relationship must have ended a long time ago. I 
was Daddy’s girl, so -
I Brothers and sisters?
G. I’ve got a twin brother and I’ve got four sisters and 2 
brothers so there’s 8 of us.
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L Right -  and are they - ?
G. We’re not very close [slight laugh]. I’ve got
I. Are you kind of on the outside, then, or are you just not a 
close family?
G. I phone everyone and get on with them all really, my 
family, but we never grew up as a really close family
I So, the help that you get, the support that you get, is that 
mainly from your husband?
G. I’ve got a brother and I’ve got a sister that I’m really 
close with -  but I don’t let them interfere with my life too 
much. They’ve got their own lives, so we just get on with 
one another
I So are they aware how much you’re in [pain?
G. Oh yes. Oh definitely.
I. And do they help or
G. My sister and brother do. They were there when I had the 
treatment for my back in the hospital a few years ago when 
they saw how bad it went.
RESPONSE TO 
OTHERS’
Help
I And how do they -  how are they with you?
G. They can be very helpful.
I. And what does that involve?
Visit
Practical help
G. they’ll come round and talk and if anything needs to be 
done they’ll help me out with it
I. So it’s more practical things.
G yes. But, my husband’s so strong and he doesn’t like help 
from anybody.
I. Kind of mentally strong, independent
G. Yes. This is my wife, you’re my kids. I’ll look after you, 
I don’t need anybody.
I So what about his family, does he accept help from his
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family?
G. No he doesn’t want help from anyone.
I. Is he O.[nationality]?
G. So um.
I. This sounds relatively unusual
G What do you mean?
I. You’ve got almost like a British sounding nuclear family, 
rather than an O. or Middle Eastern sounding family
G. Because -  My husband, when I was first married to him, 
I was very young, OK, and he’s got a wonderful family, and 
sometimes I’m I’d be jealous of his family because they’re 
so -  unique, they’re so close, they support each other, they 
help each other. Well, I’ve got the opposite, OK. And he’s 
only got 2 sisters, and they’re very close, he’s very close 
with them, and I get on very well with them.
1.1 was going to say, it sounds almost as if you could be 
closer to them, get more support from them, than from your 
own family.
RESPONSE 
Soc. support
G. Than my own family
I. is that the case then?
G. Yes. That’s why everyone thinking, “Wow your family 
is weird”, but it’s not weird. That’s - every family is 
different. I’m not shutting them out. Sometimes I feel 
they’re shutting me out. Although I have to find them, but I 
don’t want to rely on them when I’m suffering because I 
just get on with it.
I. So the brother and sister that you get on with, they 
provide kind of practical support when you need it.
Isolate
RESPONSE TO 
OTHERS 
Practical support
G Yes but my husband is not the sort of person that wants 
any
I. But that’s not often asked for
G. We don’t really ask help off anybody
I OK
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G because
I Do they offer you any emotional support, do they -  help 
you feel OK -  as it were
G They try and encourage me that everything will be OK 
and let’s do something, let’s do -  not to worry about it so 
much
RESPONSE TO 
OTHERS 
Emotional 
support
I Does it help?
G. Sometimes, it depends what day I’m having. Sometimes 
the pain can be worse than other days.
I Right. And your sister’s in law, your husband’s sisters, 
how are they with you?
G. Oh they’re lovely. As I said to you -  
I. What sort of help do they offer then?
Visit
G. Oh they come round a lot, they come round a lot, they 
support us by coming round and seeing us and my kids 
know them more than my own sisters’ kids. It’s sad and it’s 
a shame but at the end of the day you can’t force your 
brothers and sisters to be close to you, if they want it they 
need to make an effort. But as I said to you we never grew 
up very strong in our family.
I. So, if your sisters-in-law are being supportive to you then, 
what kind of things do they say?
Emotional
support
G. Because I’ve got a sister-in-law whose suffering from 
pain anyway, so we can relate to each other how we’re 
feeling. But we Muslims we’re strong
I So does she say that it’ll get better?
Emotional & 
practical support
G Oh yes. “It’ll get bette”r.And sometimes she’ll reassure 
me “Don’t do this treatment” -  or “don’t do this treatment 
or it’ll make you worse”. So
I. What things has she said will make it worse then?
TREATMENT
Acupuncture
G. Acupuncture she goes “it’s a load of rubbish”, it doesn’t 
help.
I. Why does she think that?
CAUSE/
TREATMENT
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G. Because she’s heard other people say it [laugh] so erm. 
Needles, that’s not going to help, long-term you’re going to 
be worse, like with
Failure of 
intervetion
I. Injections?
G Injections
I. Not acupuncture needles but injections
TREATMENT 
Side effects
G. Proper injections -  which I agree with her, because I had 
that treatment and it went horrifically wrong for me, so 
anything to do with needles make me really fearful. I worry 
too much because I might get the side effects I had last time.
I. What are the treatments they approve of then? That they 
would encourage you to have?
G.Um what can I say, they say put your faith in Allah, God. 
He’s going to help you and hopefully everything goes well 
and - 1 would, I don’t, all that up with it but, I said to you -  
it’s difficult because -  [sigh] I don’t know how to explain, 
it’s really difficult to say in words but -  everyone suffers 
pain for their own reasons, and mine’s just got worse and 
worse because if it had been treated at the beginning, if I’d 
gone for help in the beginning -
RESPONSES 
Trust in God 
GOD/REL/DEST 
God helps
CAUSE
Self-neglect
I. You think you could have stopped it earlier
G yea, probably, it would have been less painful -  you see. 
I’m limited, I can’t do exercises, it makes me - 1 can’t, it 
makes me worse. But I’ve got faith in doctors. I’ve never 
been like “Oh no you’ll be fine, go away” because I’m a 
Muslim. I feel they do help me because I’m a Muslim 
person, and if I feel strongly that I’ve been rejected for some 
reason, I would make out clearly to the -  why are you 
treating me like this? Because of my faith? My culture?
RESPONSES 
Keep still 
Limits activity 
Faith in experts
Muslim ID
I. Does that ever happen?
G. No. Never. I’ve always felt that I get the help I need 
from the doctors.
TREATMENT
Drs
I You mentioned physiotherapy once. You’ve done that?
G. Yea
I. Is that helpful at all.
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G It is helpful but the way I feel with it at the moment is 
that, I need them more than - 1 feel confident and reassured 
when I see a physio because they guide me through the little 
exercises tht I can do, but now if  s just stopped because they 
said there’s not much I can do for me any more.
Physio
I. So they show you some exercises, but, essentially, once 
they’ve shown you them.
G That’s it really
I That’s it.
G and that’s what you need, you need support to make you 
get better and stronger.
RESPONSES 
Need support
I do you need somebody to make you keep doing the 
exercises then, because it’s almost like keeping up the habit 
of doing something.
G Exactly, it’s like erm she’ll show you, you do it for a few 
weeks, then -  you might be doing it wrong -  you might be 
doing more damage.
Ext. LOG
I Can you not tell from how it feels, whether you’re doing -  
because
G. Because I know when I was seeing the physio it was 
painful anyway for me, doing the exercises
I. So it’s difficult to tell the difference between useful pain 
that stops it stiffening up and pain indicating more damage.
G Yes -  because I don’t know if I’m doing it right or wrong 
-  and it’s difficult because I’m doing what I can, and 
coming here to pain clinic is making me feel better with 
myself. Acupuncture, I’m tiying everything to make my 
pain better.
Ext LOC 
Faith in experts
I. So you tried the acupuncture?
G. I’m still doing it yes
I Right. And how do you find it?
G. I find it -  I’m relieved for a few hours of pain, which is 
lovely, you know -  and then afterwards it’s back again. But 
just that few hours
TREATMENT
Acupuncture
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Interviewer
effect?
n.b. same sex
I. It’s the same as pain killer -  medicine really in that sense 
G Yeah
I. Do you use pain killers?
G yes, a lot. Without them I don’t think I’d be able to come 
and sit with you here, so erm -  it’s nice coming here. The 
staff are lovely -  you feel welcomed.
I What else is there, have you seen the, there’s an Alexander 
Technique person. Do you see her at all?
G. I don’t know what that is.
I. It’s a kind of posture thing.
G No
I So it’s another kind of exercises
G No -  they said my postures really bad but - 1 don’t know, 
I can never sit still, I don’t know how to relax, that’s 
another thing that I’m going to be hopefully doing with C 
[psychologist] here.
I. And how are you finding that?
G. Oh it’s lovely -  really really nice
I. What is it that’s useful about it then?
G Coming to see her reassures me, you’re going to talk to 
another woman, and if something is making you upset, then 
you’re not bottling it up, you’re sharing it with somebody 
else, and they can give you views and make you feel a bit 
better.
I And this is something you can’t get really from say sister- 
in-law.
G. Erm because she’s not related to me, and I know once we 
leave here it’s confidential
I so if you tell it in the family it becomes almost like public 
information or something, or shared information.
G I don’t know -  it’s very well known - 1 don’t know if
Analgesics
Psychology
RESONSE TO 
OTHERS 
Emotional & 
practical support
Y
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No sympathy 
-  old friends
?vulnerable 
Muslim ID
fear but dep?
you’ve experienced it or any body else, you must have 
heard it from someone else, but there’s a lot of people that 
will gossip about your lifestyle, which I hate. I think that 
they’re no hopers, nothing to do but
I. People who gossip?
G Yes. No hopers, nothing better to do than interfere with 
someone else’s life. So I don’t trust my family. I can’t talk 
to my family. My family are wonderful, I love my family to 
bits, but there’s things that I can say and things I can’t say 
to them. Now, there’s a line you’ve got to draw.
I Whereas there’s a privateness about this that enables you 
to say anything to her
G Yes yes. Because I was thinking what use is it sharing it 
to my sisters and brothers? Are they going to help with it, 
what they going to say, are they going to take it seriously or 
they just going to “yeah yeah yeah she’s alright”.
I Do you feel you tend to get that then from relatives, just 
yeah we’ve heard it all before kind of thing?
G Sometimes, but not with my family but with a few of my 
old friends, which I’ve brushed off now because I felt that 
they were not taking me seriously, so I don’t have much 
friends to be honest with you, my old friends I’ve left them 
way behind, back in my old area, where we, either she 
comes or we talk on the phone which is lovely. But I’m 
finding it difficult now to find new friends. Am I going to fit 
in, and are they going to take me for who I am, are they 
going to respect my wishes and respect, you know, what 
culture they are? So, it’s a big thing, you know, but that’s 
me, personally at the moment. I don’t say it’s wrong or right 
but. I’m very fearful at the moment, I don’t know if it’s 
because of the pain I’m feeling.
I Do you think that it is, do you think that, I mean if you feel 
fearful and you feel in pain, do you think the pain adds to 
that - 1 used the word vulnerability before, that sense of 
being
G. I don’t want people to feel sorry for me 
I Right
G That’s one thing, I don’t want people to feel sorry for me. 
I’m living with this pain because, that’s the pain I’m living
REACTION OF 
OTHERS 
No sympathy
RESPONSES
fear
Persevere/accept
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Not normal 
(sick role?)
with, Fd love to, I want to be normal like every body else, I 
want to be able to play with my kids, go out on outings with 
them, do normal things like normal people, but 
unfortunately, I find living in this area at the moment very 
difficult.
I Why?
?sick role 
limits activity
Would like
Recommend 
for Muslim 
women
G Why? Because where I lived before, like, they mentioned 
try and do some swimming or try and go to a gym, or mix 
up with the community. But coming to this borough there’s 
nothing here for Muslim women, which is really sad
I so if you could do something like that, you’d be more 
inclined to
G. I would love to
I because I was going to ask if there were things like 
swimming or other things
RESPONSES
Swimming,
exercise
G there’s nothing here! And when you talk to someone: 
“why can’t you do swimming?” Are you thinking “Oh you 
can do swimming, there’s all ladies swimming sessions”
Yes there’s all ladies sessions, but is the lifeguard a woman? 
Are they going to accept you, that you’re a Muslim and you 
have to be covered up, are they going to let you go into the 
pool with leggings and a teeshirt to do swimming? You 
know, some people don’t respect you, your culture, they 
don’t understand it much.
Muslim ID
I And if they’re not anticipating that, then you’ve got to 
make a big point of doing it, and it becomes a sort of -  more 
self-conscious.
G You just don’t want to waste your breath
I. What about -  are there things that might soothe the pain 
then, not necessarily take it away., but just -  things like 
massage, stuff like that.
G. Fve never had it done, Fm so tense, it’s just Fve never 
tried it. I know one thing
I So it’s not something that, again, your sisters-in-law could 
do, for example?
G. No
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Self blame. 
Not re. pain 
though
Muslim ID
I It hasn’t come up
G No. The only thing I found helped me relieve the pain and 
I felt really good about myself and -  was hydrotherapy in 
the pool -  and they don’t have it in this area, anything in 
this area, they don’t have. When I had the treatment at the 
T.H.[hospital] in J[borough], they had the facility in the 
hospital, which was lovely. And that’s the only thing that 
helped me relieve my pain, and I felt good in myself
I. that was sort of exercises in water
G In water, that makes me more relaxed. But um, I don’t 
know, it’s difficult, maybe it’s me being lazy, not finding 
more research what they’ve got here. I don’t know if 
they’ve got a Muslim community centre round here where 
you can socialise with other Muslim people. I don’t really 
know much about this area. There’s not much information. 
They’re not really sharing much out
I Have you asked C [psychologist] if she knows anything?
G Um, she says she’s going to find out for me, I have asked 
her, because I would love to meet a couple of other Mums 
and try and do normal things like normal mums do. At the 
moment I’m isolated in my own home because that’s where 
I feel best.
I What would be the most helpful thing then, if you could 
sort of magic up some helpful things, what would they be?
G. Have a normal life, meet new mums, do normal things 
mums do, go out for a coffee, have a meal, take the kids out 
to the swimming pool, take them to the park, you know, at 
the moment I don’t feel I’ve got the confidence to do any of 
that. I don’t know. I’m scared of meeting new people, not 
because I’m a Muslim. I always make it very clear to them, 
accept me who I am, I accept who you are. You could be 
English Pakistani, whatever religion, I would respect your 
wishes.
I’m kind of assuming that if you had no pain, then you’d be 
able to lead a
G a normal life
I. The kind of life you describe. So if you could magic up 
some helpful thoings to get rid of the pain, what would they 
be? I mean, you’ve said like hydrotherapy was a good one
TREATMENT
hydrotherapy
RESPONSES 
Seek soc. support 
Sick role/limits 
activity 
isolate
seek so support
no confidence
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Same sex 
masseuse =
for you
G A good one for me, yeah
I So, a hydrotherapy facility would be something you would 
G Love it.
I. Any other things?
G. Just lose some weight, make it easier for my limbs, I 
don’t know.
I. Daily acupuncture, you said that works for a few hours
G That helps, yes, a few hours, that would be lovely, but it 
is a fear comes with acupuncture sometimes puts me off 
because actually it’s more painful putting the needles in.
I That’s why I was wondering about massage, because there 
are massages that are based on acupuncture, that don’t 
involve the needles.
G. Yeah -  well I know when I had a session, in 0[country] 
when they were trying to give me treatment, when I lost my 
father - 1 went through the worst stage of my life
I Was that treatment for the pain, or was that treatment for
G Oh yes it was for pain, I was on so much steroid tablets 
that I actually -  stopped talking, couldn’t walk, couldn’t do 
lots of things and I was getting treatment and having 
massages there.
I How was that, how did you find the massage there?
G. I’m very tense, they said my body was very tense, and I 
didn’t know how to relax -  and I had to learn how to relax 
first
I And did the massage help, then?
G A little bit
I Right. I mean if you could get massage like that here, 
would that be
G It depends who’s doing the massage, you know, it’s got to 
be a female, when I said I was talking to you_____________
TREATMENT
hydrotherapy
acupuncture
Side effects?
(trad.) massage
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nec.
Hot water 
bottle
I That’s why I was thinking about sisters-in-law, or whether 
it was the sort of thing that
G yes but, I wouldn’t bother them with it really, because I 
know -  my family lifestyle, my sister in laws, my
I Husband?
G Whole family, husband yes, but when he tries to do 
massage, I scream because it hurts too much. So, I need to 
learn how to relax, and be less tense. That’s one thing with 
me. I don’t have baths because I find it too painful. I get too 
relaxed and
I the getting in and out?
G Yes. So I need to learn how to relax first, be less tense.
I. If you could have baths, would the warmth of the bath be 
soothing?
G. I get too relaxed and I can’t get out. It’s too painful to get 
out. My body gets too relaxed and I feel claustrophic and I 
can’t breathe properly if I stay in the bath too long. It’s its’ a 
, I don’t know if it’s just me being
I. What about a hot water bottle, then.
G Oh I have a hot water bottle all the time. But he’s tried to 
do -  my husband has tried to do a massage after doing a hot 
water bottle. And where my -  it’s so numb, if it’s relaxed, 
so I don’t know if the massage is working or whether it’s 
like -  He does, he’s brilliant, because he massages the gel 
on my pain, twice a day for me anyway, so. I think my main 
problem is I don’t know how to relax. I’m so tense, 
everything is painful for me. I don’t know really.
I Can you remember being in pain as a child?
G. Mentally, physically, what do you mean?
1.1 guess I meant more physically really.
G. I was a very active child
I. Very?
G Active
Massage 
Don’t work
Limits activity
Limits activity
RESPONSES
warmth
massage 
RESPONSES 
soc support
limits activity
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As a child
leading
I. So you must have fallen over and hurt yourself?
G Yes, I broke my leg once and I didn’t realise I had broken 
my leg until I went to the hospital and they said you’ve got 
a broken bone.
I. So how come you didn’t? You must have been crying 
with pain?
G. I was crying, but I’m one of those strong people, I can 
take pain
I. So how did people respond to you, people around you, 
when you were crying in pain
G It was so funny, I know I broke my leg when I was a 
child, I was running for a bus and I fell and I twisted my 
leg, and I went home crying with my sister and she went 
“Mum she’s fallen over” , and then the doctor came round 
and they found that I was crying and they put my leg on a 
cushion I remember that, and my Dad was next to me, and
I. Was that again a kind of “keep still”?
G. Yeah I’ve always been kept still, and he said to me “No 
you’ve probably badly sprained it” but I cried for a bit and 
then that was it and that was it and then they go “Oh we’ll 
have to take you to the hospital”
I. Your Dad or the GP?
G. Yes my Dad, and I said why, and he was saying to me 
“because the doctor’s come round and he says you’ve 
broken your leg”. I goes “no it can’t be”
I. Oh, so the doctor did think that your leg was broken
G. That it came out. And then he goes “no, you’ve broken 
your leg”, and I realised my right leg, so I know, I take pain 
very well.
I. So how did your parents respond to you then with a 
broken leg? It sounds as if, for a child, you were very brave 
about it.
G. Very, yes. I was - 1 grew up very quick, very -  erm -  
very mature little girl I was, I grew up very quick and I 
worked at a very young age, I was still at school when I was
RESPONSES 
Express (cry)
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working, so I had to do things for myself, I was very strong.
I. If your children are in pain, then, how do you respond to 
that.
G If my kids are in pain?
I. Yes what would you say to them -  and what would you 
do?
G. First thing that I’d do if my kids were in pain. I’ll check 
if it’s a bone or not
RESPONSE TO 
OTHERS (child)
I. what, is that - touch?
G. yes. Give them some nurofen, see what the side effects 
if, some medical books, of phone the NHS helplines and 
give them the symptoms, or get them to the doctor. I help 
my kids a lot you l^ow.
Medication 
Faith in experts 
Seek prof. help
I. What would you say to them?
G. to make them happy “It’ll go away, you’ll be able to do 
what you need to do” and “just lie down and take it easy” 
and, you know, “get you some drink” because the last thing 
they think about is food, they’re hungry and they can’t eat, 
they’re very vulnerable -  erm -  I’m always with them. I 
don’t let them leave my sight, so erm
Encourage 
Practical help
I. Do you ever ask questions about your pain which are kind 
of like “why me?”
G Oh yes definitely.
I. What’s the answer?
G. Don’t know
“Praise be to 
God”
(she is 
mistaken)
I. What kind of answer do you try and give, I mean what - ?
G. Well my husband and myself always -  well I say to 
myself. As the Muslims will say I always say “Hamdullah”.
I. Those words?
G. Yes, “Hamdullah”. This is meant to happen.
I. Mmm. Is that the same as saying “it’s written”?
RESPONSES 
Muslim ID 
Invocation
GOD/REL/DEST 
It is written
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Self-blaming
G. If you’re meant to be in pain, you’re meant to be in pain 
-  and if you’re meant to be cured, you’re meant to be cured. 
Everyone has pain, everyone gets sick for their own reasons, 
and I always wake up in the morning and I always say 
“hamdullah”.
I. So, what do you imagine the reasons are in this case then,
I mean is it -
G. I just think, over the years, where I never got help when I 
should have got help in the beginning, erm I made it, I got 
myself worse.
I. That almost sounds like you’re blaming yourself 
G. Yes
I For not seeking help 
G. Yes -  does it sound weird 
I. Sorry?
G. Does it sound weird?
I. No No. I was. You’ve talked about bearing your pain, 
essentially being strong with it, did you say “holding it” or 
“carrying it”?
G. Holding it.
I. Holding it. A lot of people have talked of their pain as 
something that they have to bear with patience and almost 
show their endurance and their perseverance, as a kind of 
test. Is that how you approach it?
G. Sometimes. See, with me, I can be in so much pain, and 
if a friend of mine comes round to see me, or, I won’t show 
them that I’m in pain.
I. Why not?
G. Erm - 1 don’t want them to feel sorry for me - 1 don’t 
want anyone to feel sorry for me -  it’s my pain and I have 
to live with it -  I’m getting help with it now, which.
1.1 mean, is it a punishment?
G. I don’t know
It is written
Invocation
RESPONSES 
Ignore at first 
CAUSE 
Self-neglect
RESPONSES 
Don’t complain
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Combination: 
God & Drs & 
her
I. Do you think it might be? What does your religion tell 
you?
G. I would just say “hamdullah” -  like I said to you. It was 
- 1 - It’s not my religion that would say to me - our religion 
says “just say ‘hamdullah’”. Everything is -  your in pain for 
a reason -  every person is in pain for a reason. Or you can 
be sick, or have diabetes, or you can be -  one has to say 
“hamdullah” because at the end of the day, if God wants 
you to be in pain, you’re in pain for a reason.
I. Does that mean then that
G. You’ll get better. You’ll get better. You put your mind 
and you be sure in your faith, you will get better, but you’ve 
got to be able to get better -  you know, no-one’s going to 
make you better
I. How much, then, is it to do with the doctors and how 
much is it to do with you wanting it and
G. both
I how much is it to do with God’s will
G. Both -  it’s always in my mind that God will help me in 
every step and me being strong and asking for help at the 
right time when I needed it and putting faith in the doctors, 
to help me get a bit better, and having the support that I 
need coming here to get -  pain, you know what’s that word 
-  the help and support that I need from the doctors make me 
a bit better as well -  and find out what is actually triggering 
this pain because no-one really knows, all I’m told is I’m 
suffering from chronic back pain and it sounds like sciatica, 
which I was diagnosed 5 years ago with, so -  there’s 
everything. I’ve got faith in Allah that I will get better and I 
have t[]. I’ll make - 1 - inside me -  if I really want to -  and 
with the support of the doctors and the treatment. I’ll get 
better. I will get stronger, even if I -  get a bit more mobile, 
do something for myself and take medication, it is going to 
happen. I’ve got it in my mind mentally and physically it 
will happen.
I. I’m not sure if by better you mean “a bit better” or 
“completely better”
G. A bit better
Invocation
GOD/REL/DEST 
It iswritten
RESPONSES
faith
Shared 
responsibility 
Faith in experts
Faith/trust in God 
Internal LOC 
Faith in experts
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Muslim ID
I. Right, so you feel, that you can make some improvement.
G. Hopefully -  with the right treatment. I don’t mind taking 
medication. I’ve had to do that for a long long time so I’m 
used to it, but taking medication, just being able to be a bit 
more mobile, doing something for myself, and be able to, 
like, one day, go out and -  well -  go out with a mate, friend, 
meet someone that’s going to respect my wishes and who I 
am as a person and -  do other things
I. In what ways
G. Because I don’t know if I feel drawn back, but I’ve never 
had no problem with anybody for me being a Muslim, or me 
being covered up, because a lot of people I knew a long 
time ago - 1 never wore a hijab. I’ve only worn it for about 
6 years now.
I So if you went out with old friends they would be -  
puzzled, you mean?
G. Puzzled, yes -  who am I? When did you put the scarf on, 
why have you put the scarf on? They’d be asking questions 
that I don’t need to answer. I’m a Muslim and every Muslim 
person one day in their life will put the scarf on because it’s 
obligated for a woman to wear a scarf. But there’s, people 
who have to respect that some Muslim women can’t do it, 
for their own personal reasons, and you have to respect their 
wishes.
I. Does putting up with your pain, just kind of bearing it 
without complaining, like you say if people come round you 
try not to complain too much, is that part of being a good 
person, does that make you a better person in some way? I 
mean, some peole seem to complain and complain and 
complain and make -  they don’t seem to have any, it’s like 
you say you try hard not to
G. Yes
I. Some people just seem to sort of spill it out, they don’t 
think
G. I just think what is the point if people mention you’re in 
pain, those people might not care -  and I don’t want that.
I. some people have said to me that they feel it’s almost as 
though they are better in God’s eyes if they bear their pain 
patiently and they don’t spread their misery around too_____
TREATMENT
Medication
RESPONSES 
Don’t complain
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much.
G. That’s how I feel. At the end of the day, what good is me 
meeting you, or meeting the other ones “Oh I’m in a lot of 
pain, I can’t do this and I can’t do that”. Do you actually 
believe me? You won’t believe it until you’re actually 
suffering yourself. If you’re a pain victim and you’re doing 
it every day, going through this pain 24 hours 7 days a 
week, you won’t know how it feels until you’ve actually got 
the pain. The only person who knows hoe they feel, if 
they’re suffering themselves and they’re hiding it -  in. So 
people can’t judge you because they can’t know what 
you’re going through, so what is the point of spilling it out 
to them.
I. And does that make you better?
G. Yes The only reason why -  coming to -  you were talking 
about - why should I spill out to everybody I’m in pain. It’s 
not going to help me, it’s not going to make me any better Don’t complain
leading
I. and it’s not going to help them either
G. No. So be strong with the pain. You’re doing something 
for yourself, you’re going to get help, you’re seeking help
I. Is there some kind of reward in the future then for being 
good - 1 mean heaven
Bear it 
(persevere)
Int LOC 
Seek prof help
G. Inshallah -  hopefully -  but it’s just, mentally and 
physically, it’s just how strong you are. endure
I. If you think that your pain is written, therefore you’ll feel 
this pain because it’s God’s will, does it make you less 
inclined to go to doctors and things like that. I mean, it’s 
almost like -  if he can give it and he can take it away, then 
why bother with all this other stuff -  particularly if half o f it 
doesn’t work?
Not all pain? 
(no-one else 
says this)
G. Why are you in this pain? It may not be from Allah. It 
might be from other things. Why -  it’s like -
I. So not al Ipain is from Allah then?
G. No
I Right
GOD
(not all pain!)
G. It’s like -  coming here. I’m trying to find out why the RESPONSES
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pain is getting worse, why am I feeling like this? -  and I 
wasn’t like this before so why has it got bad, you know, 
before I could do things for myself and I didn’t have to rely 
on anybody but now I can’t do anything
I. Do you feel then that somehow it’s your fault that it’s 
getting worse? I mean you said initially that you blamed 
yourself for not having gone to the doctor in the first couple 
of years or something -  that almost sounds as if you feel 
guilty about it -  as if it’s your fault?
G Yes, I do feel guilty yes. Yes I do feel fine sometimes and 
sometimes I feel guilty
I. Do you feel that you’ve done something wrong then and 
it’s a kind of punishment?
G. Sometimes -
I. Do you know -  I’m not going to ask you -  but do you 
know what it is that you’ve done wrong -  or is it something 
that’s kind of hidden
G. I don’t know what I’ve done wrong
I. Is it something that’s hidden from you
G. Probably something that’s haunting me from the past, I 
don’t know realise what it is - 1 - 1 couldn’t -  it’s a very 
difficult question to answer because - don’t know how I 
feel, if I Imew how I feel then, I don’t think I’d be here 
today, you know, I think I’d be OK I’d be a normal person
I. You mean you wouldn’t be seeing C.
G. No- exactly -  and I’m grateful coming here -  and getting 
support -  and I feel good in myself coming here, because 
even my husband feels “yes you’re going to the pain clinic 
today” hopefully we’ll get some answers and get some 
results. It’s like -  going to have an MRI scan done for my 
back - 1 froze
I. Somebody like C, what she can offer is presumably 
helping you cope with the pain rather than cure it
G No-one will cure me
11 mean, in a way, the doctors would be aiming to cure it 
with their medicines and injections and stuff_____________
Seek prof. help 
TREATMENT 
information 
Limits activity
GOD/REL/DEST
Punishment?
Punishment
RESPONSES 
Sick ID (not 
normal)
TREATMENT 
RESPONSES 
Seek support 
information 
tests
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Other pain 
she’s not 
telling me 
about (mental)
G. Yes, but that’s not 100% cure those is it!
I It’s temporary isn’t it 
G. Yes
I Did you say you had had a bad experience with injections 
anyway?
I Mmmhmm
I Did that make it worse then?
G Oh yes, I was in bed -  it led me to be in bed -  couldn’t do 
anything.
I Was this what they call an epidural?
G. Well I was down for epidural, lumbar and nerve root 
injections -  and I don’t know what they did because I was 
down for all of those
I Oh right, so it was one of those three
G. That I had done and unfortunately it went horrifically 
wrong because apparently I was having seizures on the table 
-  so um -  we don’t know why I’m getting, having seizures, 
so -  I’m not just going for pain for my back I’m going for 
pain for -  lots of other things which I can’t come to terms 
with why I’m suffering with - 1 mean it could be mentally, 
could be pain
I. These are other medical problems
G. Yes which I can’t answer the questions to. I’m a strong 
person and I won’t share my feelings unless absolutely 
necessary -  like I come to the doctor thinking “well the 
doctor’s going to cure me”, you hope one day they’ll 
understand because as I said to you before, unless they 
feeling the mental and physical pain that I’m going through, 
no-one knows.
I. No. You said you never used to wear the hijab and now 
you do, have you become more religious in other ways
G. yes
I. Does your religion help you cope with the pain?_________
TREATMENT 
Injections 
Side effects
Side effects
Seek cure 
Faith in experts
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G. Definitely - 1 feel better in my self, praying 5 times a 
day, asking God to help me get better, get stronger
RESPONSES
pray
I. Can you explain to a non-Muslim how that helps. I realise 
I’m asking a very subtle and difficult question.
G. Mmm
I. How does praying 5 times a day makes you feel better 
about yourself and therefore about your pain.
G. I don’t know how to answer that, it’s very difficult -  just 
feel better, much better, for doing it, getting up Prayer (helps)
I. Is it as if there’s an extra support -  not an extra person but 
an extra source of support
G. Well if you believe in Allah, and a lot of them don’t have 
that belief, a lot of them don’t have religions. I’m Muslim, 
I’m proud to be a Muslim and praying 5 times a day helps 
me a lot and learning about my religion, listening to the 
Koran, helps a lot, relaxes me, that’s another thing that will 
help me with my pain help me relaxing
Muslim ID 
Pray (Koran)
I Oh right.
G. Listening to the Koran -  when I was giving birth to my 
daughter, the only thing that relaxed me to get through was 
the Koran -  it relaxes me a lot.
Pray (Koran)
I. Reading it?
G. No I don’t read Arabic, because I was bom in Eng[], I’m 
British.
I. So do you listen to it or do you learn it by rote then
G. No I just listen to it
I Do you have tapes then?
G. Oh yes, we listen to it a lot at home -  on tapes, or my 
husband reads the Koran
RESPONSE TO 
OTHERS
I Are there particular bits that are relevant to a person with 
pain then?
pray
G There are a lot of sorahs in the Koran which helps you
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relieve pain. Prayer (helps)
IA  lot of?
G. Sorahs, like verses of the Koran
I That you would read?
G. well I don’t read Arabic
I. Sorry I meant that one would read -  to relieve pain. Are 
they like prayers to read, would I understand it as a prayer?
G. Yes, I’d say it was a prayer, yes
I. But they’re actually verses out of the Koran and you 
would read them.
G Yes
I And are they things that are done, or things that 
Mohammed did, or -  what kind of things do they say
[change tape]
G -  read it and I’m actually learning how to -  like my 
husbands have done tales for me on cds for me that to learn 
the verses and the meaning of the verses. Basically just 
listening to it and him explaining it to me or -  makes me 
feel better - 1 can’t say in depth which soras will make you 
feel better, because the whole Koran makes you feel better, 
listening to any verses of the Koran will make you feel 
better. It hits you
RESPONSE TO
OTHERS
pray
Koran
I. so it’s not like there are specific ones for pain and specific 
ones for this situation and specific ones for
No pain!
G. No no no. Just like when it’s Ramadan and we watching 
telly and seeing the holy place, Mecca, that touches you -  
you get that feeling - and then reading the Koran and then 
crying, that touches you. Me listening to the Koran, there’s 
sometimes I don’t understand what they’re saying, that 
touches me, you know, make me feel -  no pain
I. No pain?
G. No pain
I That must be remarkable.
Prayer/Koran
helps
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G I mean listening to it and thinking
I. Is that -  you were saying earlier that you try to block it 
out
G Yes, just listening to the Koran, I’m in pain, and the 
listening to it I can’t feel the pain, it’s relaxing me -  and 
that’s one thing got me through it when I was having my 
baby is that I was asking to listen to the Koran when I was 
in a lot of pain
I. Are there any occasions, are there any times when pain is 
justifiable or OK or acceptable or even good.
G I don’t know how to answer that one.
I. Some catholics for example have the idea that the more 
pain you suffer in this life it’s almost like the next you will 
suffer in the next.
G I feel that’s not true
I When you were saying earlier on that some pain might not 
be caused by Allah, so you in a sense your pain may be 
written, but there are other pains which you get which may 
not be written, which are simply almost worldly pains as it 
were, which have no kind of religious or spiritual relevance.
G You don’t know why you’re in pain for. Why Do people, 
why do you think people go that are strong enough to get 
the help and support, last thing you want is to come to the 
doctor and share your problems with them because 
sometimes you are thinking “has that doctor really listened 
to what I said, are they realising what sort of pain I’m i[], 
are they going to be helpful or are they just doing their job 
because they’re getting paid for it -  you know lots of things 
go in your mind when you’re in pain.
I. OK last one [both laugh]. What’s the most useful thing 
that anyone has done or said to help you with your pain -  it 
could be medicine it could be prayer, massage, acupuncture, 
psychology anything.
G. The only thing that gets me through and helps me with 
my pain at the moment is my family, my husband - 1 would 
be lost with out him, faith in Allah is the most important one 
at the moment, listening to the Koran relaxes me, it’s lovely 
and reassurance that one day I will be better, coming here is
Prayer/koran
Distraction
relaxation
hidden
Soc support
GOD/REL/DEST
Faith
Koran
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lovely as well Seek prof help
I Seeing
G C and the doctors and hoping they believe me generally 
what pain I’m in
I It sound as if with the doctors it could be a frustrating 
experience
G Because you don’t know -  if they’re actually taking you 
seriously, you know -  you can see some doctors are really 
interested in what you
1.1 mean frustrating because whatever they give you it 
doesn’t seem to make the pain less
G Yes -  it’s like the other doctor she’s given me new drugs 
to help me, but my husband goes “do you really need extra 
medication?” and I’m willing to try it - 1 haven’t been to the 
GP yet to get it because - 1 think it’s fear -  how am I going 
to respond to this new medication?
TREATMENT 
Side effects
I Fear of side-effects
G yeah side effects -  but to be honest with you I have got 
faith in doctors. And um -  help them as well, because I’m 
sure they want to see their patients pain free otherwise why 
call it a pain clinic if they can’t help their pain, their patients 
with it
Faith in experts
I. people like to feel that they are doing their job effectively 
don’t they.
G Yes and like coming here today I was having my doubts 
and my husband was saying it didn’t seem as if it meant to 
happen, it wasn’t meant to help this guy with this research -  
but I’ll do my best, don’t know if it’ll help but I’ll do my 
best
Thank you for persevering and coming again
All I can say is Inshallah I will be better Invocation
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London > Surrey Borders Research Ethics Committee
St Helier Hospital 
1st Floor, G  Block 
Wrythe Lane 
Carshalton 
Surrey 
SM5 1AA
Telephone: 020 $296 3525 
Facsimile: 020 8296 3525
23 November 2005 
Dr J.R. Lewis
Trainee Clinical Psychologist 
University of Surrey 
Department of Psychology 
University of Surrey 
Guildford 
GU2 7XH
Dear Dr Lev/is
Full title of study; The cultural influence on the utilisation of pain
management services and the subjective experience of 
chronic pain among Muslims In the U.K.: an exploratory 
investigation.
REC reference number: 05IQ0806/108
Thank you foryourtetterof 19 November 2005. res|Mnding to the Commjttee’s request for 
further Information on the above research and submitthg revised documentation.
The further information was considered at the meeting of the Sub-Committee of the REG 
held on 23 November 2005. A list of the memtaers who were present at the meeting is 
attached.
Confirmation of ethical opinion
On behalf of the Committee, I am pleased to confirm a favourable ethical opinion for the 
above research on the basis descritaed in the application form, protocol and supporting 
documentation as revised.
Conditions of approval
TTie favourable opinion is given provided that you comply with the conditions set out in the 
attached document. You are advised to study the conditions carefully.
Approved documents
Ttie final list of documents reviewed and approved by the Committee is as follows:
Document Version ; Dato
Application 5 1 27 September 
1 2005
Investigator CV John Rees Lewis 1 1 26 September 
! 2005
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investigator CV Supervisor CV: Dr Susan Thorpe 1 i26 September 
2005
Protocol 1 âs September 1 
2005 1
Summary/Synopsis 1 27 September ! 
2005
Interview Schedules/Topic Guides 1 26 September 
2005
GP/Consultant Information Sheets 1 26 September 
2005
Participant Consent Form 1 26 September 
2005
Response to Request for Further Information i.etter 
addressing Committee's requests
1 19 November 2005
Response to Request for Further Information Patient 
Information Sheet
2 19 November 2005
Indemnity Arrangements 1 01 August 2005
Reseamh governance approval
The study should not commence at any NHS site until the local Principal Investigator has 
obtained final research governance approval from the R&D Department for the relevant NHS 
care organisation.
Statement of compliance
The Committee is constituted in aca>rdanœ with the Governance Arrangements for
Research Ethics Committees (July 2001) and complies fully with the Standard Operating 
Procedures for Research Ethics Committees in tre UK.
05/Q0806/108 Please quote this numWr on all correspondence
With the Committee's best wishes for the success of this project 
Yours sincerely
Ms Sheree Leehane 
Committee Coordinator
Email: sheree.leehane@ep8om-sthelier.nhs.uk
Enclosums: Usf of names and profiess/ons of members who were present at the 
meedng arxf (hose who submfffed wrfffen commerce
Standard approva/ oondrfrbns
An advisory com m ittee to  South West London Strategic Health Authority
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Ethics Committee
19 December 2005
Dr J R Lewis
Department of Psychology 
School of Human Sciences
Dear Dr Lewis
The cultural influence on the utilisation of pain management services and the 
subjective experience of chronic pain among Muslims in the U.K.: An exploratorv 
investigation (EC/2005/136/Psvchf -  FAST TRACK
On behalf of the Ethics Committee, 1 am pleased to confirm a favourable ethical opinion for 
the above research on the basis described in the submitted protocol and supporting 
documentation.
Date of confirmation of ethical opinion: 19 December 2005
The list of documents reviewed and approved by the Committee under its Fast Track 
procedure is as follows:-
Document Type: Application 
Dated: 06/12/05 
Received: 06/12/05
Document Type: Insurance Proforma & Confirmation of Insurance Liability 
Received: 06/12/05
Document Type: Patient Information Sheet 
Version: 2 
Dated: 19/11/05 
Received: 06/12/05
Document Type: Approval Letter from the London-Surrey Borders REC 
Dated: 23/11/05 
Received: 06/12/05
Document Type: Interview Schedule 
Version: 2 
Dated: 19/11/05 
Received: 06/12/05
Document Type: Summary 
Version: 2 
Dated: 19/11/05 
Received: 06/12/05
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Document Type: Research Protocol 
Version: 2 
Dated: 19/11/05 
Received: 06/12/05
Document Type: Consent Form 
Version: 2 
Dated: 19/11/05 
Received: 06/12/05
Document Type: Letter to GPs 
Version: 2 
Dated: 19/11/05 
Received: 06/12/05
Document Type: Copy of the NHS Application 
Version: 5 
Received: 14/12/05
This opinion Is given on the understanding that you will comply with the University's Ethical 
Guidelines for Teaching and Research.
The Committee should be notified of any amendments to the protocol, any adverse 
reactions suffered by research participants, and if the study is terminated earlier than 
expected with reasons.
You are asked to note that a further submission to the Ethics Committee will be required in 
the event that the study is not completed within five years of the above date.
Please inform me when the research has been completed.
Yours sincerely
Catherine Ashbee (Mrs)
Secretary, University Ethics Committee 
Registry
cc: Professor T Desombre, Chairman, Ethics Committee 
Dr 8 Thorpe, Department of Psychology 
Dr A Gold, Kingston Hospital
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